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ABSTRACT 

The effects of deinstitutionalization on 110 severely 
to profoundly mentally retarded and 68 moderately to severely 
retarded children drawn from Laconia State School in Mew Hampshire 
were examined. Study objectives were to determine: (1) educational 
and residential consequences of deinstitutionalization; (2) the 
stability of community placements; (3) the direction of movement (to 
more or less restrictive environments) of the deinstitutionalization; 
and (4) the impact of federal and state special education policies on 
deinstitutionalized children. Study methods included interviews with 
parents and the community in which the children were based, review of 
clinical records, and case studies. Information was collected on 
characteristics of the children and their families, residential 
placement outcomes, education service outcomes, and the effects of 
community placement on families. A major conclusion was that 
deinstitutionalization of children has been enough of a success to 
justify its full continuation, but that the broader goal of full 
social integration or *^communitization" has not been fully achieved. 
Social policy recommendations included the following: develop 
state-wide management information systems for previously 
institutionalized individuals; create mechanisms to help families 
make informed decisions; support policies aimed at the prevention of 
institutionalization; create incentives and enforce policies that 
encourage increased social integration in educational and residential 
settings; and create multiple approaches to the support of families 
of deinstitutionalized children. (CB) 
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PREFACE AND ACKNCWLEDGEMENTS 



The research described ixi this report has occurred within a specific 
tenporal and political context. The mid-lS80s has been characterized 
by a continued commitment to improvement in the lives of people with 
developmental disabilities. This commitment has not come spontaneously 
or smoothly. It has taken federal and state legislation, court orders, 
and constant pressure from professionals and parents to redress the 
historical neglect of children and adults with severe handicaps. 

The philosophical principles embodied in the concept of 
normalization and social role valorization have been manifested largely 
through the deinstitutionalization movement. These principles, 
articulated by Nirje, Wolfensberger , and others beginning in 1970, have 
had a profound inpact on the way socieiy perceives and responds to people 
with significant intellectual and physical differences. Placement in 
large residential institutions and in segregated schools and workplaces 
has declined drastically over the past 15 years. Today people with 
significant differences work, live, and play in local comnunities 
throughout the United States. 

However, concerns linger about the degree to which such individuals 
work, live, and play with other coimiunity members. It is one thing to 
be a participant in a comnunit/, it is quite another to be a menber of 
a comnunity. Movement from institutions into commanities is one very 
important measure of the success of laws and court orders. But the 
actual degree of social integration must also be assessed to determine 
whether or not the full intent of social policies has been achieved. 



In additionr there is some evidence that social policies ha/e swung 
all the way out to one end of the pendulum's arc. That is, the r^id and 
widespread movement of people out of institutions has begun to slow down. 
In some areas of Harope and the United States, more people are entering 
institutions than leaving then. The freqjjiency of litigation has declined 
in tlie wake of '±xe U.S. Supreme Court's Pennhurst decision, which fell 
short of guaranteeing cOTinunityHDased services for all dis^led people. 
Plans tc close institutions have been shelved, due in part to the well- 
publicized plight of homeless and exploited ex-residents of both 
psychiatric and mental retardation f-acilities. 

This study documents the effects of deinstitutionalization in its 
heyday. It is too early to know whether this work comes at the 
beginning, middle, or end stages of deinstitutionalization. In any case, 
the study is concerned with one group of institutionalized individuals 
who have moved back into their home comminities over the past deca3e and 
a half. Some evidence relative to social integration was also gathered, 
but the primary enphasis was on the types of residential arxJ educational 
services received by children who left a large public institution to 
return to their families or to other comnunity living arrar^ements. 
The purpose of the study was to conduct a policy analysis of federal and 
state special education laws and related policies affecting the lives of 
severely disabled children and their families. Hie analysis is based on 
an enpirical investigation of the consequences of deinstitutionalization. 

The report begins with a brief listing of the primary purposes, 
research questions, and value premises that guided our work. This is 
follov;ed by a review of the history of services for children with nental 

ii. 
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retardation in the United States and in New Hanpshire, vrtiere the events 
documented in the r^rt occurred. Chapters Three and Four then describe 
the techniques used to locate deinstitutionalized children and the 
methodology used to gather data about the children and their families. 
Chapter Five presents the characteristics of the research population, 
with an enphasis on the differences and similarities between those 
children who left the institution and those who renained there into 
adulthood. Family socioeconomic characteristics are also described here. 
Ch^ter Six begins the presentation of findings, with a focus on the 
residential placements of deinstitutionalized children. The types of 
placements, their relative stability, their size an3 structure, the types 
of habilitative services received during cormunity placement, and the 
differences in placement outcomes over time are analy23ed. Ch^ter Seven 
examines educational placements and services received, and uses many 
of the same variables included in the review of residential placements. 
Chapter Eight is concerned with the inpact of deinstitutionalization 
on family menbers, especially parents and close relatives. Parents' 
attitudes toward deinstitutionalization and the effect of historical 
changes on the family's response to comnunity placement are enphasized 
in this chapter. Chapter Nine sunmBrizes the findings of the study, 
and provides an analysis of their meanings and inplications. Finally, 
Chapter Ten provides a set of general policy recommendations that arise 
from the findings. These recommendations are based on assunptions that 

(a) deinstitutionalization of children will continue in the future ard 

(b) full social integration of disabled people is a goal of our society. 

iii. 
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Ch^ter Qie 
Purposes of the Study 



What h^pens to jnentally retarded children who return to their 
home coimainities after living in a laroe ptfalic institution? This 
is the priiiary question addressed by the follcwir.g report* CVer the 
past two and one-half years, a small team of investigators from the 
Uiiversity of New Hairpshire has attenpted to gather as iruch information 
as possible on the consequences of deinstitutionalization of children 
who ha/e mental retardation and relates disabilities. Vfe have located 
68 individuals who lived at Laconia State School and Training Center 
(LSS) during the 1970s and early 1980s and who left the School before 
their 21st birthdays. By documenting the experiences of these children 
during their stay at LSS, at the time they made the traisition from LSS 
back to their local ccmnunities, and in subsequent years,- have 
sought to describe and analyze the inpact of deinstitutionalization on 
children and their families. 

The specific purposes and questions of our study were: 
1) To determine the educational and resider.tial consequences of 
merino children with mmtal retardation from public residential 
institutions into cannunity-^jased care ^ * 

a) Wiere did children go to live after leaving the institution? 

b) Who had respc«isibility for caring for these children? 

c) What were the attitudes of the families of mentally retarded 
children tward institutional and ccmxinity care? 



d) What problems were encountered vrtien children left the 
institutional setting? 

e) How nuch and what kind of education and related services 
did deinstitutionalized children receive? 

f) What were the characteristics of deinstitutionalized children 
(sex, age, level of retardation, functional abilities, 
secondary handicaps, family circumstances, eta.)? 

g) How did deinstitutionalized children differ from their age 
peers vAio reniained at the institution into adulthocr3? 

To assess the stability of ccxnnunity placements; i.e., the 
frequency of change in residential a^/i educational settings , 

a) After children left the institution, how often did they 
move from one residence to another or from one educational 
program to another? 

b) What were the reasons for these moves? 

c) How long did children remain in each residential or 
educational setting? 

d) How many children returned to the institution after 
connunity placement? Why did these returns occur? 

To determ i ne the direction of movement when children change 
residential or educational placements, i.e.. to determine 
v^ether children enter into more or less restrictive environments 
whei they change placements , 

a) What were the characteristics of the residential and educational 
settings in viiich deinstitutionalized children were placed (type 
and size of facility, characteristics of other participants, 
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location of facility, sponsorship of facility, accessibility 
to noriral comrunity activities, etc.)? 
b) Hew did the characteristics of the settings in which children 
were initially placed differ from the characteristics of 
subsequent placements? 

To determine the iroact of federaJL and state special education 
policies (both statutory and judicial) on deinstitutionalized 
children. 

a) Has there been any relationsh^) between the experiences 
of deinstitutionalized children and the inplementation of 
legislative mandates to provide a free appropriate public 
education to all handic^ped children? 

b) Have there been any differences in the experiences of children 
deinstitutionalized prior to and after the inplementation of 
these mandates? 

c) Have federal court orders concerning the quality of care 
and requirements for least restrictive settings affected 
deinstitutionalized children? 

d) Were there any differences in the experiences of children v^o 
left the institution prior to and after the issu?;ice of such 
orders? 

e) Have any children been excluded altogether from participation 
in caraiunity programs? 

f) Who has had financial responsibility for the costs of 
comimnity programs? 

JL KJ 
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The answers to these questions are based on data for ^proxiinately 
200 variables collected for each individual included in the study. 
From our analysis of those answers, we tested a model of 
"ccnrnunitization" variables. We prefer the term conuiunitization 
because it suggests a process that continues to evolve after the actual 
placement out of the institution. We were interested not only in the 
initial comnunity placement, but also in the effects of placement on 
the child and his or her family and in the on-going processes of 
adjustment, service provision, and change as the child remained in the 
cctratunity over a period of time, 

TabjLv presents a summary of the variables that we believe play 
a critical role in the process of the camrunitization of children. 
We have attenpted to include as many of these variables as possible 
in the present study, given the limitations of time and money, The 
bracketed variables are those that we have not been able to include. 

Institutional experiences were not included btscause (a) 
institutional records in the 1970s are often not conplete or 
reliable, and (b) our prinary interest was focussed on what happens 
after a child leaves the institution, 

Cotmunity characteristics were excluded because of the 
tremendous time and effort necessary to gather this data, lb some 
extent, concurrent work by James Conroy and Valerie Bradley of Teirple 
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Table 1.1 



Theoretical Model of Communitization Variables Affecting Children 



Characteristics Family Characteristics 



nission 

retardation 

Dndition 

L characteristics 

of origin 
nnunity placement 

institutional 

Dnal experiences] 



.SES 

.Attitudes toward institutional 

and community care 
.Age of parents 
.Size and structure 
.Availability and utilization 

of support networks (extended 

family, neighbors, church, 

etc. ) 

.Degree of contact with 
disabled child during 
institutional residence 
(visits, vacations, staff 
conferences) 



[Community Characteristics] 

.Type and size of community 
(rural, suburban, urban/ 
traditional, progressive 
.Availability of services 
.Accessibility of services 
.Opportunities for social 
integration 

.Attitudes toward institutional 

and community care 
.Attitudes and norms relative 

to acceptable appearance and 

behavior 

.Historical experiences with 

disabled people 
.Size of community tax base 

and utilization of state 

and federal dollars 
.Economic conditions 

(competition for employment, 

philanthropic resources) 



Mandates and Poli 

.Court orders 
.Federal and stat 
policies 
[.Zoning ordinance 
[.Degree of enforc 



Placement Outcomes 
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•Quantity of educational services 
[•Quality of educational services] 
•Type of residential arrangement 
•Degree of restrictiveness of educational 
and residential services 
•Stability of educational and 
residential services 
•Individual's developmental status 
•Individual's satisfaction with community living 
•Changes in family and community attitudes 
•Family adjustment to community placement 
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University and Human Services Research Institute, respectively, 
will cast light on some of these variables as they atfect mentally 
retarded adults. The infornation generated by their work in New 
Hanpshire will conplement and elaborate on our own. 

Under the category of Mandates and Policies, we have not 
assessed the effect of zoning ordinances or the degree to \^ich 
irandates are enforced. In the former case, the scarcity of group 
care fa::ilities for children has memt that zoning issues have not 
beai critical in the comnunitization process. Adult living 
facilities have drawn considerable fire in several towns in Nev; 
Hanpshire due to unfounded fears and lack of previous experiences with 
disabled people, indicating this may be a critical issue as residential 
programs for childr^ are established in the future. The "degree of 
enforcem^t" vari^le is a subtle one that would require more field 
work and analysis than is in our capacity, but it is one we hope will 
be investigated at some point. The loftiest goals and requirements are 
meaningless if their inplementation is not nonitored and sanctions for 
non-conpliance are not utilized. 

"Quality of educational services" was not assessed in this 
study, again due to the limits of time and money. Because our work 
is an initial effort to document the experiences of children who have 
left a public institution, mDst of our work is descriptive rather 
than evaluative. Observation and review of specific local educational 
prograns in vAiich children are placed are very time consuming, labor 
intensive tasks. Our major purpose has been location of children and 
determining the overall patterns of placemait and stability. Some 

o 19 
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insight into the quality of educational se,rvices is provided in a 
19P5 r^ort by AGH Associates on prograins for 20 deinstitutionalized 
children in New Hanpshire. Reference to these findings will be made 
in later sections. 

It is iiTportant to enphasize that this report does not answer 
the question, "Are children better off as a result of moving from 
the institution back into the conumnity?" Although that is a very 
critical question, lack of reliable institutional data on the 
children's developmental status at the time of institutional 
placeueit and throughout the period of institutional residency make 
it inpossible to come up with a valid answer. Readers of this rq^ort 
may make their own inferences as to the relative value of conmunity 
vs. institutional care for mentally retarded children. The data 
pres^ited here, however, are not intended to provide a definitive 
answer as to the developmental benefits of either alternative. 

The ultimate purpose of this study is to assess the inpact of 
changing social policies on children with mental retardation. Once 
the inpact of these policies is understood, recommsndations can be 
developed concerning the iitprovement of programs and policies 
designed to achieve legislative and judicial goals. After answering 
the research questions listed earlier, we present specific policy 
and program recanmendatiais based on our analyses. We hope that the 
information provided here and the ensuing recommendations lead to 
concrete steps that will inprove tiie lives of mentally retarded 
children and their families. 

20 
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A Statement of Personal Values 

We believe it is the responsibility of researchers working in 
this conflicted and conplex field to disclose the personal values 
that may affect the conduct of their work and analysis of their 
findings. Because value-free research in the social sciences is 
an unattainable (and perh^s undesirable) goal, it is incumbent on 
investigators to make clear the ideological and evaluative positions 
that either directly or indirectly color their perceptions, 
questions, methodologies, analyses, and recommendations. When the 
consumer of research information is made aware of these underlying 
biases, he or she may then better judge the validity or truth of 
vrfiat is offered as fact. To this end, we offer the following value 
statements and ideological tenets. The critical reader of the data 
and analyses that are presented in this report should bear in mind 
these statements. 

1) The social policies affecting handic^ped children that have 
evolved over the past 20 years from statutory law and common 
law are appropriate and worthy of continuation. 

2) The philosophical principle of normalization and its various 
practical embodiments (e.g., mainstreaming, use of least 
restrictive alternatives, comirunitization, self-determination, 
etc.) should be inplemented across all social institutions 
and structures. 
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3) The ncsc effective and ^propriate environment for the 
developmait of handic^ped children is that of the natural 
family. Any decision to move a child out of this environment 
r^resents a potential infringement upon the sanctity of the 
family structure and interference with the child's basic 
human rights. Therefore, care that occurs outside of the 
family context nust be clearly beneficial to the child's full 
development. 

4) * Children learn best in schools close to their homes where they 

have infinite opportunities to play and work with their friends 
and peers. Any removal from the normal school environment 
represents a threat to a child's right to achieve his or her 
full potential, and therefore nust be clearly justified with 
regard to his or her extraordinary needs. 

5) Society as a whole has an inherent obligation to assure that 
the financial, material, and human resources necessary for the 
support and treatment of handicapped children and tbcdr families 
are made available and accessible. 
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Historical Overview 
This report is about a cx^ntenporary problem with roots that exterd 
back some 200 years. Ever since 1799, when Jean-Marc Gaspard Itard 
began his attenpts to teach Victor, the wild Boy of Aveyron, accept^le 
behavior and rudinentary academic skills, the field of special 
education has been devoted to inproving the development of children 
with handicapping conditions. With varying degrees of philosophical 
commitment and success, special educators have sought to assist 
handicapped children to become independent and a::c^ted neirbers of 
the com^uinities in which they live. The current trend to integrate 
severely handicapped children into Icxal schools and other social 
environments^ which is the focus of this report, is due in part to 
earlier trends which enphasized the segregation of those children. 

Bope. Reform, and Despair in the Nine>teenth Century 

In the United States, special education began in the 1820s, when 
special residential schools were first established. The purpose of 
these early schools was laudable if unrealistic. Pioneers such as 
Samael Grixaiey Howe and E3ouard Sequin hoped that short-term residential 
care and treatment, based on sinple behai/ior modification and :.3nsory 
training techniques, would lead to conplete cure and the developnent of 
a normal chilx3. Low staff ratios, trained professionals, stinulating 
environments, supportive facilities located as close to a child's home 
as possible, and attention to the spiritual and moral domains were to 
lead to radical and permanent changes in children identified as idiots. 



11 



epileptics, or lunatics. As a Massachusetts legislative coranitteer 

chaired by Sanuel Howe, wrote in 1848: 

The benefits to be derived from the establishirent of a 
school for this class of persons, upon humane and scientific 
principles would be very great. Not only would all the 
idiots who should be received into it be inproved in their 
bodily and mental condition, but all the others in the State 
and the country would be indirectly benefitted. The school, 
if corducted by persons of skill and ability, would be a 
model for others. Valuable information would be disseminated 
throughcxit the country; it would be demonstrated that no 
idiot need be confined or restrained by force; that the young 
can be trained for industry, order, and self-respect; that 
they can be redeemed from odious and filthy habits; and there 
is not one of any age who may not be made more of a man and 
less of a brute by patience and kindness directed by energy 
and skill. (Hbwe, 1848) 

Howe and his contesoporaries were particularly optimistic about the 

potential for remediating children. Predating the establishment of 

conpulsory public education for normal children, Howe and others 

founded schools for blind, retarded, and epileptic children in the 

northeastern United States, many of which continue into the present. 

As the schools developed some experience through the middle part 

of the 19th century, the eirphasis began to shift from short-term to 

long-term care. It became ^parent that severe disunities were not 

curable, at least in the short-term, and that an inportant goal of 

care was protection in addition to treatment* With the increasing 

industrialization of urban America, increased etlnic heterogeneity, 

and inadequate or absent social services, human itcirians such as 

Dorothea Dix argued that people with mental illness or retaidation 

should be congregated into "asylums in v^ich they may be surrounded 

with every needed care" (Dix, 1846). Thus the rationale for treating 

retarded children shifted at mid-century to a model of protection 

rather than habilitation. 
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Concurrent with this shift, the a3vent of iidustr ialization 
brought into adstence new models of organizational managemsnt. It 
became obvicxas that large-scale production in centralized facilities 
was more cost-effective and manageable than small-scale, dispersed 
operations. This notion was applied to the emerging practice of social 
service, including institutional care for dis^led people. The result 
was a belief that large institutions, particularly those that could 
produce their own goods and services, were most desir^le. This led to 
the common practice of establishing "farm colonies." The colonies were 
doubly beneficial. While saving the taxpayer raaney through econonies 
of scale, they would provide a secure, isolated setting where pra:tical 
skills could be taught. A less laudable purpose, but an inportant 
impetus in the farm colony movement, was reflected in a report issued 
in 1892: 

Children feeble in miiv3, mentally deficient or diseased, 
or both, abound in the homes of the poor, swarm the sluns, 
wander the streets and obtrude upon the legitimate work of 
i±e public schools, (in Osborne, 1894, p. 1084) 

The rationale for colonization was, therefore, not only protection of 
the child from society, but protection of society and its institutions 
from the child. The higher goals of treatment and econanic self- 
sufficiency which provided the initial impetus for rural institutions 
soon were subverted into more narrow goals of isolation ard 
economization. 

The practice of isolating children and adults with rental 
retardation was given further support by several historical developnents. 
By the late 19th century, masses of European immigrants were coming to 
the major urban centers of the United States. Given the prevailing 
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ethnocentric views of civilization held by the Eiiglish-speaking 
societies r immigrants were viewed as less civilized, less intelligentr 
less skilled people who were a threat both to the economic and moral 
development of America. Failure to speak Ehglish and conform with the 
prevailing social norms of late Victorian society led to a perception 
that immigrants were deviants and contributors to the phenonena of 
retardation and insanity. Perpetuating this view were the undeniable 
circumstances of extreme poverliy and destitution many immigrants 
experienced. The concomitants of urban poverty — alcohol ism^ crime , 
prostitution — were seen as both cause and effect of retaidation, and 
a strugglix>gr increasingly materialistic and competitive socip had no 
trouble singling out the perceived cause of these ills — "tht. , f a 
million traups, cranks, and peripatetic beggars crawling like himan 
parasites over our body politic, and feasting upon the rich juices of 
productive labor," who had been "burdened with the accumulatea inherent 
sins of a vitiated and depraved ancestry, .. .bred in filth, ...born in 
squalor, and raised in an atmosphere tainted of course with crime...* 
Hand leaped by the vices of their inheritance they are sinply not 
strong enough to keep up to the social, civil, and moral ethics of the 
age^ and as an inevitable consequence, just as water seeks its level, 
they drop back by degrees to become in turn deficient, delinquent, 
defective^ and dependent" (Osborne, 1894, p. 393) . 

Fuel for this ethnocentric fire was provided handily by the new 
understanding of human evolution that Charles Darwin, Francis Galton, 
and Herbert Spencer offered. By applying the precepts of biological 
evolution to human societies, an argument was made that rnaital 
retardation was due almost exclusively to a degenerate gene pool, which 
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h^pened to be fcxarii in high concentration airong immigrants ard other 
nenbers of the urban poor. Awareness of the existence arxa effects of 
genes led to the hope that retardation was controll^le through 
biosociaL engineering. If deficient, deviant people could be isolated 
from society r and kept from procreating aitcrq themselves, the American 
"race" could evolve unfettered to the great edacities for which it was 
destined. Urban ills would be amelioratea and retaidation could be 
genetically eliminated. People who were retarded would be provided 
custodial care and no more, because their genetic enJownient prohibited 
them from gaining any benefit from the kind of treatirent-oriented 
institutions characteristic of earlier times. In many ways, the 
creation of genetic science led to a major setback in the evolution 
of services for people who were retacded. 

A parallel and related development was emergixig ixi France at the 
end of the century. Alfred BineL, with his student Theodore SimDn, 
investigated the relationsh^ among children's behae/ior, their mental 
edacities, and school performance. Ttiey observes that sone children, 
who displayed "less i.*telligence," could be predicted to not succeed at 
academic tasks (Scheerenberger , 1983). In 1907, v^en France decided to 
provide special lasses for children with subnormal intelligence, the 
government turned to Binet to develop a neans for neasuring intelligence. 
This early scale, intended to distinguish between normal ard subnormal 
school-age children, also sought to identify the educational consequences 
of diff- ^t le/els of retardation. In 1916, Lewis Oferman from Stanford 
University translau^ the Binet Scale into the Stanford -Binet Test of 
Intelligence, and the means for classifying and separating irentaily 
retarded children were now available to public school personnel. 
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A Half-Century of Fear and Isolation 

These interrelated social and scientific developnents had a 
lasting inpact on the way children with mental retaidation were treated 
(or not treated) during the 20th century. By the beginning of the 
first World War, institutional care consisted of custodial warehousing. 
Residents were required to perform work not for habilitative reasons 
but to reduce the costs of operations. E3ucational and vocational 
prograns were non-existent. There was no intention of returning 
retarded people to their home ccnuiunities. Institutions were intended 
to ke^ retarded people away from society and from reproducing. 
Mandatory sterilization of institutional residents and retarded people 
living outside of institutions became prevalent, and was sanctioned by 
the U. S. Supreme Court in 1927. Given a genetically-based view of 
intelligence, special education prograns were offered rarely, and 
always in buildings separated from those of normal ciiildren. Itesting 
was used '1,0 classify and segr^ate, not as a basis for educational 
programming. Special classes vera to benefit normal ciiildren by 
removing "defective learners" from the setting. Little was expected 
in terms of educational benefit for the handicapped child who was so 
removed, and a self-fulfilling prophecy was created as less and less 
money was ^propriated to support special classes. Ihis lack of clear 
rationale for special classes was paralleled in institutional settings, 
which enjoyed little public concern or conrnitment by this point. 

There were some signs of progressive reform during the 1920b and 
1930s. In particular, advocates for camrunity-based care and 
meaningful education were defining new approaches, or resurrecting 
abandoned ones. In Massachusetts, Walter E. Fernald, after first 
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adopting the pessimistic views of his scientific peers, began to push 
for legislation that would establish; 1) a census of retarded children 
and adults, 2) school-based diagnostic clinics, 3) home and cctnnunity- 
based care, and 4) separate facilities for delinquent and retaided 
youth. In New York, Charles Bernstein led a movenent to provide 
alternative co\Ts;rinity residences for children. He also aavocata3 for 
the use of indiviacialized prograns of treatment, a previously unheaid 
of ^proach (perhaps because it did not fit well with the corporate- 
industrial ideology of mass prcduction then so prevalent in schools 
as well as business) . By 1935, Bernstein had created a network of 
5?, group homes in New York . Early studies of those relatively few 
people who were released from institutions indicated some hope. In 
a follow-up of discharged residents in Massachusetts, it was found 
that 60 percent of the men and 36 percent of the wonen were 
succeeding in their local commanities (Femald, 1919). in sum, the 
general trends from the turn of the century to the Great Depression 
were negative in terms of advances in education and care, but 
experimental programs were being developed to demanstrate 
alternative approaches, and evidence was emerging that those 
alternative approaches held some promise (Scheerenberger, 1983). 

In the schools, new policies were having measur^le inpast. New 
Jersey was the first state to enact mandatory special oiucation for 
mentally retarded children, in 1911. Most other states soon followed 
suit. However, the purpose of these classes, as indicated earlier, 
was segregation, not education leading to independence. Most special 
education programs v«re limited to severely handic^ped ctiildren whose 

ERIC 



17 

IQ score fell below 50. MiJdly and mocJerately retarded children either 
st^ed at home or struggled in regular schools. In one follow-up study 
of special school graduates, Farrell (1915) found evidence that good 
prograirss can produce concrete benefits. Ninety- two percent of her 
study grcxap (n=350) had attended school until 16 (far ^ove the 
prevailing rate among normal children) , 54.8 percent were gainfully 
exrployed, 24.6 percent were being cared for at home, and only five 
percent were in an institution or prison. 

The 1930s and 1940s did not produce significant new develcpnents 
in the care and treatment of people with mental retardation. 
Preoccupied first with economic catastrophy and next with the Second 
World War, Anerican energies were devoted to creating jobs ana 
preserving liberty, not the protection or education of people who 
were viewed as incapable of contributing to either jobs or liberty. 
In a time of economic crisis and fear of foreign invasion, earlier 
regressive approaches were revived. Immigration laws were 
strengthened, with particular enphasis on excluding retarded people. 
Mandatory sterilization laws were enforced aggressively. Institutions 
were filled beyond edacity, and rates of new admissions increased, 
especially during the Depression. Overcrowding and inpersonal 
treatment were commDn, and educational programming was negligible. 
Rates of return to comnunity living were low, with less than one- 
quarter of institutionalized people being "paroled" in the late 1930s 
(Frankel, 1938) • Homes for dependent children, county poor farirs, 
and alms houses, the best of which provided barely xcepteble living 
conditions, were also used frequently in this era. 
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PQSt-Wac Reform 

The Second World War Ir-J to a revitalizati.on of attetipts to 
appropriately care for ard educate people with retardation. The War 
offered many opportunities to develop new forite of rehd)ilitative 
treatment for physically injured or nentally ill soldiers, post-war 
prosperity created more positive social conditions and attitudes ^ and 
the horrible lessens of the Third Peich^ v*iich exterminated at least 
lOOrOOO mentally handicapped children and adults (Scheererberger ^ 1983) 
were not ignored in the United States. 

In 1950 r par^ts of mentally retarded children formed the National 
Association for Retarded Children. Throughout the 1950s ^ the 
advocated successfully for special schools for moderately and severely 
retarded children. Research and teacher training prograns were 
developed at several universities. Leaders in the field of special 
education^ notably Sanuel Kirk and Lloyd Dunn^ began to develop 
systematic curricula for retarded children based on their level of 
disability. Primary eirphasis was placed on the use of special or self- 
contained classes in public schools ^ although a minority argued for 
placement in regular classrooms. These minority viewpoints are 
sumnarized by Itenny (1953) , who argued that the^ 

segregated nature of our special education prograns 
have prevented the non-handicapped majority from 
intimate contact with the hand leaped in school and 
probably also discourages out of school contacts. 
Unaerstanding and acc^tance come *out mDst reaSily 
through individual acquaintance; therefore s^cegation 
should be eliminated whenever possible, (p. :'f:>4) 

This enlightened view was at least two decades aheaJ of its tine. The 

1950s and 1960s continued to be diaracterized by segregated educational 

and residential services for retarded children. 
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Institutions remained a major locus of care for retarded children, 
but they were stagnant , overcrowded, custodial places, and both 
professionals and parents were gaining a growing appreciation of these 
realities. Oie refornsr (Roi>elle, 1954, p. 597) suggested that 
institutionalized children have "certain special and inalien^le 
rights... to live in homes and communities which ^proach as nearly as 
possible the desirable standards of normal homes and comiunities." 
Others called for uniform standards in residential institutions, the 
use of due process procedures during institutional cdmission, aoi 
greater reliance on comnunity alternatives such as foster care. 
The Era of Civil P^ghi^g 

These reformist notions remained just that until a series of 
political, economic, and social developments coincided in the early 
1960s to lead to real change in treatment practices. With the election 
of John F. Kennedy to the Presidency in 1960, national policy began to 
accelerate the development of commanity-based care. Kennedy, for both 
personal and philosophical reasons, founded the President's Conmission 
on Mental Retardation in 1962, indicating a desire for the federal 
government to take an active leadership role. The Commission's work 
led direcUy to the passage of Pi. 88-164, the Comnunity Mental Health 
and Mental Retardation Facilities Construction Act of 1963. Uiis 
landmark legislation provided, for the first time, federal dollars for 
canmanity-based treatment. The Act's language reflected a new 
understanding of human intelligence, which was now viewed as plastic 
and responsive to environnental conditions, not genetically fixed and 
predetermined. Researchers such as Ki.rk (1958) , Hunt (1961) , arri Bloon 
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(1964) dejiDnstrated that education, beginning in the early childhood 
years, could reduce both the likelihood that children would becoine 
retarded and the degree of retardation in children already exhibiting 
developnental problems. 

New understandings of children's development paralleled new 
^preaches to comnunityHDased care. Hobbs (1964) identified a "third 
revolution in mental health" occurring in the mid--20th centary. The 
first revolution was characterized by Howe's belief that nental 
inpairments were remediable. The second revolution occurred when 
reformers like Dix advocated for humane and appropriate institutional 
care. The third revolution, one which continues today, was marked by 
cOTunitment to treat disabled people in their own ccnumnities with non- 
disabled people whenever possible. The avail^ility of psychotropic 
drugs, more successful behavior manageiiEnt techniques, and a 
philosophical belief in use of the least restrictive placement 
alternative conbined to give inpetus to this most recent revolution. 

Social circumstances in the 1960s also perpetuated increased 
reliance on comnunity care. Economic prosperity supported the 
expansion of research, teacher training, axx3 special education 
programs. President Johnson's War on Poverty contained many 
edu'.ational and vocational conponents v^ich benefitted disadvantaged 
and minority people who were at risk for being identified as mentally 
retarded. Efead Start, Follow Tlirough, the Elementary and Secondary 
B3ucation Act (including Title I) , ard the Jcb Corps were mDdel 
attenpts to inprove the environments in vrfiich people lived and worked 
in order to prevent or ameliorate mental retardation. In addition, 
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civil rights legislation and litigation were enlarging the notion of a 
constitutional guarantee to equal opportunity. Rights to educationf 
jobs, housing r arx3 political power vgere more clearly defined and 
protected, benef itti:>g not only racial or ethnic minorities, but 
handicapped people as well. The 1954 Supreme Court decision in Brown 
V. Board of Education was interpreted to apply to any group treated in 
a "separate but equal" manner. 

These social and political trenSs accelerated remarkably in the 
1970s. A series of federal court decisions from 1970 to 1974 
established the following principles: 

1. Mentally retarded children may not be excluded from public 
school siitply because they are difficult to educate or because the 
schools are inadequately prepared to meet their needs (PABC v . 
Commonwealth of Pennsylvania, 1972) . 

2. Lack of funds is not an acceptable justification for 
excluding handicapped children (Mills v. District of Coluirbia, 
1972) . 

3. IQ scores alone are not a sufficient or valid basis for 
labeling children as mmtally retarded, particularly minority 
children (Larry P. v. Riles, 1972). 

4. Institutionalized residents have a right to be free from 
harm and have a right to be treated in the nost normal, least 
restrictive environment possible (wyattv. Stickney, 1970; 

New York ABC v. Rockefeller, 1972) . 

5. The most severely, profoundly handic^ped children have a 
right to a free ^propriate public education (Mills v. District of 
Colunbia, 1972; Maryland ARC v. State of Maryland, 1974) . 
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Policies Affech ina Mucai^ional Services 

As these cases vgere litigated and resolved, state and federal 
governments enacted conplementary laws to assure the education of 
handic^ped children. In the 1971-72 legislative season, states 
enacted almost 300 bills relative to special oiucation services. 
By 1975, only two states had permissive legislation; all others ha3 
enacted mandatory requirements for the education of handicapped 
children. The federal government followed suit with the passage of 
PJii. 94-142, the fflucation for All Handicapped Children Act of 1975. 
Cited as one of the most significant and specific pieces of social 
legislation ever enacted, the law had five basic tenets: 

1. All handic^jped children between 3 and 21 have a right 
to a free appropriate public education. 

2. Handicapped children ha^e a right to nondiscriminatory 
testing, evaluation, and placement procedures. 

3. Handic^ped children have a right to be educated in the 
least restrictive environment. 

4. Handicapped children's parents have a right to full 
participation in all decisions affecting the education of their 
children. 

5. Handicapped children and their parents have a right to the 
procedural due process of law. 

These rights, which went into full effect in the 1978-79 school year, 
established minimmn guarantees which were to be provided in all states. 
In reality, all states already had laws that equalled or surpassed 
these requirements. 
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Another m^jor i^^^^ law that has affected handic^ped children^ 
particularly tj^^ge ^-^^ resided in institutions^ is P-L. 89-313^ 
the Federal As5i5tar^ce to state Operated and Supported Sctx^oLs for the 
Handicapped Ac^ ^£ i965. under this airendinent to the Elementary and 
Secondary S^uq^^^qj^ RPt, funds are prwided to states for education and 

"•ated services to handicapped children in public residential 
institutions stat^ operated schools. Grants are also made to local 
education aget^jies support handicapped children who were formerly 
enrolled in st^^^ institutions or schools. This support is intended to 
act as an inc^^-^ye for states to provide ^propriate educational 
prograns in institut^^"^ ^ ^^1 as in local comnunities. Requireirents 
for services ^ funding are identical to those fourd in Pi. 94-142. 

In 1973, Q^^fe^s passed the Rehabilitation Act^ which included 
Section 504. rjj^^ ^ection^ vAiich was based on the 14th Amendinent of 
the D. S. Constitution was a logical extension of the 1964 Civil 
Rights Actr forbids ^^^^imination against handic^ped people in any 
program or acti^j^^y J^^^iving federal financial assistance. 
^)ecifically, people with physical or mental inpairrents nust ha/e 
equal access opp^^^^^^^ies in educational and vocational training 
programs. Eq^^ ^c^ess is to be assured through use of barrier-free 
facilities^ norv^i^cjriininatory testing and instructional methods ^ and 
placement in tj^^ i^a^t restrictive alternative. Unlike PJj. 94-142^ 
which ^stablisj^^ a s^t of rules for delivery of federally-furried 
special ^^^ation a^^^^^^ Section 504 is essentially a guarantee of 
civil rights, ^qcS not create or subsidize treatment programs. It 
sinply protect^ har^^^^^P^ individuals (as well as people with drug 
addiction and ej^^joW^l^^^ ^o participate in such prograns. Also 
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unlike PJj* 94-142 r Section 504 allows individuals to bring private 
suits against institutions or agencies that discriminate, and monetary 
damages may be awarded v^en discrimination has been found to occur. 

Neither Pi* 94-142 nor Section 504 took effect at the tine they 
were signed into law. Becaase of their broad scope, the conplexity of 
rule promalgation, and some foot-dragging by the Cabinet Secretaries 
responsible for the two lawa, regulations for Pdj. 94-142 were not 
issued until August, 1977, with an effective date of Septentoer, 1978. 
Regulations for Section 504 were not signed into law until 1977, four 
years after the Section's legislative approval. 

In 1983, Congress reauthorized the non-permanent sections of FX. 
94-142, adding several inportant amewaitents that affect specific groups 
of handicapped children.* The amended act, PJIj. 98-199, increases the 
monitoring and evaluation requirements for federal and state agencies; 
allows use of federal funds for handicapped children beginning at 
birth; and establishes a new program initiative to (a) facilitate the 
transition of handicapped youth from secondary school to work or higher 
education, and (b) support model secondary special education programs. 
Hie significant aspects of the 1983 amendments, aix3 most regulatory 
and program development activity now occurring, focus primrily on the 
early childhood and young adult years. It is clear that the current 
priorities of the U. S. Office of Special Eflucation reflect the 
inportance of early intervention to reduce the long-term consequences 



★The basic state grant program. Part B, has permanent authorization. That is, 
the basic requirements that handicapped children receive a free ^propriate 
public education, and that states will receive federal subsidies to provide 
this education, will not expir..- unless the law itself is repealed. 
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of handicapping conditions and school-to-work transition services to 
assure successful eitployment and self-sufficiency. 

It should be noted that federal appropriations have never matched 
authorization levels. Although Part B of P,L. 94-142 allows for 
subsidies equal to 40 percent of the national average costs of 
educating a non-handicapped child, appropriations have actually 
provided only about 11 percent of that figure, or $193 per handicapped 
child per year in 1984-85, 

Policies AffPGting Cgrnrunl ty Services 

Federal and state governinents have also been active in non- 
educational policy making. As was the case with Pi, 94-142, broaJ- 
aim social policies have been enacted that have anbitious goals, very 
specific requirenents, and insufficient mon^ to fully realize those 
goals and requirements. At the federal level, the nost significant of 
these laws is the Developniental Disabilities Assistance aid Bill of 
Rights Act of 1975, which was a descendant ot the Mental Itetardation 
Facilities Construction Act of 1963, described earlier. The 1975 
version, like its predecessors, prwided funds to states for the 
establishment of conprehensive services to people with developmental 
disabilities. Developnentally disabled people are those with 
inpairments related to mental retardation, cerd^ral palsy, epilepsy, 
autism, dyslexia, or other neurological conditions similar to 
retardation which are manifested during childhood. State planning 
councils, advocacy systems, institutional reform, deinstitutionalization, 
and creation of comnunity-based services were all required under the 
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1975 aineivaiiBnts . in 1978, the Act was airended by P.L. 95-602, the 
Rehabilitation^ Conprehensive Services, and Developmental Disabilities 
Ainer>dneni:s. These amendmsnts are significant in that they move toward 
a rioncategorical syston for defining the eligible beneficiaries of 
services. Specific handicapping conditions such as nental retardation 
or ^tism are no longer irentioned. Father, an individual nust have 
severe limitations in a functional ability such as speaking, walking, 
or Self -care in order to receive care and treabnent subsidized by this 

The provisions of this Act ha/e been interpretea in various ways, 
Som advocates have argued that its intent is to nandate conirunity- 
based residential and social services, and institutional services 
shouOd not be subsidized through it. Others claim that it mandates 
nothing. The law is simply a funding mechanism for assisting states 
in the provision of both institutional and COTmunity care. The latter 
point of view has been essentially affirmed by the U. S. Supreie Court 
in Halderman v. Pennhurst (1981) . in this case, the Court ruled that 
pjii* 95-^02 "does not create any substantive rights to ^propriate 
treatment in the least restrictive environment" (Bradley, 1985, p. 84) . 
Although a lower court had, in 1977^ found institutional care to be 
inherently inappropriate and restrictive, the subsequent Supreme Court 
ruliiig was inore conservative. T^e 1981 decision inplied that federal 
courts would only be interested in protecting the rights of 
institutionalized people^ not in creating new social policies that 
mandated comminity-based care. The Pennhurst decision served as 
guiding precedent in the Garrity V. Gallen (1981) litigation which 
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cccuired in New Hairpshire/ in which Judge Devlne ordered both 
institutional reform and expansion of comnunity services, but declinoa 
the plaintiffs • request for closure of the institution. In sum, it 
appears that federal special education law does provide a mandate and 
guarantee for appropriate services, while laws supporting other kirxJs 
of services (residential ^ vocational, social) are permissive and non- 
binding with respect to states' participation. 

Recently^ there has been a federal attenpt to make comnunity based 
care mandatory through Senata Bill 2053, the Comminity and Family 
Living Amandments of 1983 • The bill called for the graJual phase-out 
and eventual closure of large state institutions (through exclusive use 
of federal Medicaid dollars in small conraunity facilities) . Increased 
^rc^riations for Medicaid funds would help to expard comminity 
services, and a broader array of services, such as personal aides, 
domestic help, family support, respite care, staff training, and case 
managemant wouOxS be reinburseable under Medicaid, The bill drew a good 
deal of fire from advocates for institutional care, including parent 
organizations such as the National Association for Itetarded Citizens • 
NABC, in voting to oppose the bill, argued for a full range of 
residential and treatment alternatives, including institutional care 
when necessary. Part of the parental opposition was aimed at a 
provision in S. 2053 that would ha^e allowed the deinstitutionalization 
of individuals in spite of parent objection. The bill did not come to 
a floor vote, but a modified, less radical version was reintroduced in 
the 1985 session of Congress. 
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New Ifanyshir^ History 

New Hanpshire's experiences with services to handicapped children 

closely parallel the national experience just described. The New 

Hanpshire School for the Feebleminded was established in 1903 in a 

rural area abcxat 35 miles north of the state capitol* The School was a 

t^ical farm colony, located on a prime agricultural tract near Lake 

Winnipesaukee. The original legislative intent in creating the School 

was to provide special services for children only, but "adult 

defectives" were soon admitted as well. The School was to act as a, 

safeguard whereby society may protect itself 
from the vice# corruption, and licentiousness 
with which it is threatened when anyone of 
this defective class is left unrestrained and 
unprotected in the coroitunity. (Second Biennial 
Report of the Trustees of the New Hanpshire 
School for the FeeblemiixJed , Septeicber 30, 1904, 
p. 21; cited in Garrity v« Gallen^ 1981, p- 13) 

The School grew steadily from its original 60 residents in 1903 to 

a peak of 1,167 residents in 1970. At the tima of the litigation in 

1979, 564 residents lived at the School* Eighty of these (14,2%) vgere 

under 21 years old. Of the total population, 57 percent had been 

institutionalized irore than 20 years; 32 percent had been there for 10 

to 20 years. During its eighth-two year history, the School practiced 

the coiranonly accepted treatments of each era, from mandatory 

sterilization to physical restraints to hea/y reliance on tranquilizers 

and barbituates to behavioral conditioning techniques. Ttestinony 

entered by the plaintiffs in the Garrity v. Gallen trial provided vivid 

illustrations of long^-term resident abuse, developmental regression, 

unsanitary conditions, inadequate and untrained staff, little effort to 
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• . place people in conuiLinities^ unaccredited and unsafe facilities, few 
fcrp^f vuu.it progransr and little attention or support from the state 
legis:.iiture. Expert witnesses described the School as either 
r^resentative of similar institutions in other states or sanewhat 
worse in conparison. 

Comrrunity services for mentally retarded children in New Hanpshire 
have also been less than exeirplary. Until quite recently/ there have 
been very few residential alternatives other than the State School for 
families experiencing difficulty in caring for their retarded children 
at hoaie. This has created a one-option system in which children with 
extreme behavioral or medical problems either stayed home^ causing 
severe family strer^s^ or went to the State School (or State Hospital , 
which was cx:casionally used as a "holding tank" for ciiildren waiting to 
be admitted to the School). Once at the School, children could only 
leaK^e if their parents or relatives took them into their own homes or 
made private arrangements in boarding homes , nursing homes r or other 
in^ropriate facilities. Although institutionalized children have 
been found to be easier to place and care for than adults, the lack 
of comminily placements created pressure on LSS up until the 1970s 
to keep children there. 

In the early 1970s, the State Office of Mental Retardation set as 
a goal the creation of comnunity based developmental centers for 
children, and worked toward prohibiting further admissions of children 
to LSS. By the mid-1970s, CMR was actively pulling children out and 
placing them in local public school programs. However, as was the case 
elsewhere, the nost severely handic^ped children and those without 
family or advocates tended to remain. 
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Special education services in New Hairpshire have also reflected 
national trends • In 1965, NH RSA 186: A was enacted with the broad aim 
of providing "the best and irost effective education possible to all 
handicapped children in New Hanpshire'' (RSA 186:A:1). The law appeared 
to be progressive and well-intended/ but its specific language created 
a good deal of leeway in interpretation and inplementation. The law 
was actually more permissive than mandatory. It allowed school 
districts to establish classes for intellectually or emotionally 
handicapped children, but did not require that these children be 
educated. It did require the education of physically handicapped 
children, even up to age 31 in sane cases. Local districts were liable 
for a handicapped child's tuition. Excess costs above average tuition 
levels were not subsidized by the state. 

By 1974, this permissive language was leading to significant 
problems. In a budgetary crisis that yeeir, the state legislature 
decided to transfer $500,000 from the special education budget to the 
Aid to Families with Dependent Children (AFDC) budget. This seriously 
inpaired the ability of the state to provide "the best and nost 
effective education possible." At the same time, the legislature 
shifted the special education funding mechanism from per-child 
allocations to program-based allocations. This had the immediate 
effect of stimulating program development on a regional basis. By 
1976, 18 special education regional consortia had formed to provide 
contracted services to local menber districts. Under this system, 
handic^ped children often attended regional programs away from their 
home districts, thus perpetuating segregated treatment. 
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The passage of PJli. 94-142 in 1975 and its full inplementation 
in 1978 created pressures to clarify the special education mandate 
and move away from a regionalized system. Requirements for least 
restrictive placements and federal allocations based on child counts 
rather than program efforts resulted in major ameixJments to state law. 
Essentially the law was amended to re quire special education for all 
handicapped children between 3 and 21 years old. No longer could 
children be excluded because they were deemed not "c^dDle of being 
benefitted by instruction" (1965 language) . 

In 1981r the state legislature repealed RSA 186 :A and replaced it 
with RSA 186:C. Hie new law established a funding fornula which was 
intended to equalize special education allocations across property- 
wealthy and properlgf-poor school districts. Obis was the first attenpt 
at equalizing education funding in New Hanpshire. The legislature 
subsequently adopted an equalization fornula applicable to all areas 
of state-funded education in 1985. 

The 1981 law also ended state subsidization of per pupil costs 
that exceeded twice the state average tuition costs for nonhandic^ped 
children. A new approach referred to as "castas trophic aid" was 
inplemented. Catastrophic aid was to be made available to a local 
district whenever a handicapped child's educational costs exceeied 
$9^000. At that pointy the state would provide 80 percent of the 
additional costs. However ^ based on the actual number of catastrophic 
cases # the state would need to appropriate ^out $4.2 million, based on 
EY '84 figures. The actual appropriation for catastrophic aid has been 
about $1.25 million since 1981. Local school districts have therefore 
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had to make up the $2.9 million difference. In FY '84, 757 students 
were eligible for catastrophic aid. This represents 4.3 percent of the 
17,579 educationally handicapped children identified in New Hanpshire 
as of April, 1984. Ihe actual cost to local school districts for these 
757 children was about $9.7 million; the state provided an aiditional 
$1.25 million. Average annual tuition costs for these severely 
handicapped children was just under $16,000. Many of these severely 
handicapped children are at risk for institutionalization if adequate 
comnunityHDased serviced are not avail^le. 

It should be noted that federal appropriations have done little to 
ease local costs. As indicated earlier. Part B of Pi. 94-142 provided 
about $193 per handicapped child during FY '85. That is the equivalent 
of just over Jasa days of service for a child whose educational costs 
are $16,000 and who attends school 180 days per year. Additional funds 
are made available to previously institutionalized children and those 
at risk for institutionalization under Pi. 8&-313. This subsidy 
amounted to $525 per child in FY '85, or about 6 days of service for 
the severely handicapped child. Clearly these federal appropriations 
do very little to offset the financial burden on local school districts 
responsible under federal and state laws to provide a free appropriate 
public education to all handic^ped children. 

In 1985, the legislature took major steps to equalize state 
education spending. Under threat of a law suit from property-poor 
towns, the legislature enacted what is known as the Augeriblick foriiula. 
The $8.1 million previously earmarked for special education under RSA 
186:C was made a part of a total aid package which included fourriation 
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aid. Sweepstakes aid/ and basic special education aid. The fornula 
allocates funds according to an individual district's (a) type of 
special education services and the nuirbers of students at various grade 
levels / (b) property wealth, (c) per capita incomer and (d) property 
tax rate# 1t\e law also sets as a goal a total ^propriation level 
equal to 8 percent of the educational expenses in an average district. 
However, that goal is a distant one given that $50 million is needed to 
reach it and $24, 3 million was actually appropriated for FY 'Se. 
Finally, the 1985 legislature also increased the catsstrophic aid 
appropriation by 35 percent for FY '86, to $1,64 million, • 

This history of special education services in New Hanpshire 
demonstrates a clear j^ilosophical commitnent to providing appropriate 
programs that is not supported by state-level funding. Since 1965, 
the state has provided varying levels of financial support in order 
to assist local school districts deliver special education services. 
That support has increased incremsn tally in the past five years. The 
primary burden for covering special education costs remains with local 
districts. Reliance on the local property tax to pay for *out 85 
percen'- of the costs of educating children has resulted in resistance 
to expanded funding for handicapped children, particularly when tixDse 
children are severely handicepped and require intensive and expensive 
treatment. 

In the pastr local school districts could serd severely 
handicapped and mentally retarded children to the Laconia State School, 
Because the residential and educational expenses incurred at LSS were 
paid for out of the state operating budget rather than local school 
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budgets^ such a placeinent was obviously the easiest way to deal with 

the education of a child who required extraordinary support. "Out of 

sight — out of mind" seemed to be the prevailing practice. However/ 

by the mid to late 1970s/ state and federal policies ard the early 

stages of the Garrity v. Gallen litigation acted to counter this siirple 

^roach. Statutory requirements for (a) individualized education r 

(b) placement in least restrictive alternatives # (c) opportunities to 

interact with nonhandicapped peers ^ and (d) decision-making by 

nultidisciplinary teams r^resenting a child's local school district 

meant that placement at LSS could only occur as a last resort and with 

full involvement by the child's local school district and his or her 

parents. The order issued by Judqe Dsvine in Garrity v. Gallen 

summarizes concisely what the prr ysi practices were and why they 

were deficient. 

Whether out of timidity in the fa^e of [the] 
powerful local voice^ out of deference to the local 
taxpayers who are primarily footing the bill for 
education in the state ^ or out of sheer abdication 
of responsibility^ the State Board of B3ucation has 
failed to fulfill its responsibility of enforcing 
the EICA [ESucation of Handic^ped Children Act] and 
BSm 186-C. Far from being the driving force behind 
the towns and cities^ the State too often ends up 
"passing the buck", and indeed, in the past has 
failed to live up to its own statutory responsibilities 
by failing to reinburse the towns and cities for the 
excess cost of education, as required by RSA 186-A (now 
r^>ealed) . All too often in the past LSS has served as 
a repository for children whose own school district 
cannot or will not provide for them. Children often 
end up at LSS not because it has been deemed, after 
careful consideration, to be the most suitable placeitent 
for them among an array of alternative services, but for 
reasons conpletely unrelated to their best educational 
interests. Parents, often extremely well meaning, have 
become utterly frustrated with caring for their mentally 
retarded children at home. Local school districts, 
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already under fire from angry property taxpayers for 
the cost of education^ refuse to accomni^date the special 
needs of these children in their own schools or to fund 
alternative local placeirents; inst^iad^ they deposit the 
child in the lap of the State and consider their task 
to be done. (p. 134} 

The evidence at trial re\7ealeai that the lcx:al education 
agencies (LEAs) fail to take responsibility for children 
at LSS who originated in their districts^ and that the 
State has failed to exert pressure on them to do so. In 
effect^ LSS has assumed the role of the LEAs. The School 
and its administration had. at the time of trials developed 
Individual EHucation Plans (lEPs) for the approximately 
ninety children residing there. But EHward D^orrest, 
Director of Special Education for the State^ testified that 
less than twenty-five percent of the school districts from 
which these children have come are involved in the fornulation 
and review of these lEPs, (pp. 136-137) 

Without part:.cipation from the LEAs, children at LPS 
lose an effective advocate, and in sorc instances, they lose 
their snly. outside advocate. As mentioned above, at the 
inception of this trial, several children between the ages 
of three and twenty-one were without j^^irents or guardians. 
At the time of trial t&i children were without parents, 
fifteen percent had limited contact from their parents, 
thirty-five to fifty percent had little if any contact. 
Gray twenty-eight percent of the parents are involved in 
the lEP process, (pp. 138-139) 

In conclusion, the crossed lines of authority and lack 
of accountability for educationally handicapped children in 
New Hanpshire has created the perverse situation that the 
children in greatest need of services and iiK3ividual 
attention often receive the least care and attention. Local 
school districts serve non-handicapped students, but see LSS 
as an oasis in which they can discard their more difficult 
and more costly handicapped students. Even assuming that 
the State exercises good faith in attenpting to pick up the 
slack and to provide an adequate education to students at 
LSS, the fci^ct is that for many children, LSS is a wasteland. 
Without prodding from interested parties such as parents, 
guardians, or surrogate parents and the LEA, as envisioned 
by the EB3A, the State becomes, in effect, the guardian of 
the child and the reviewer of its own programs. Not 
surprisingly/ as its own appeals court, the State has been 
extremely lenient on itself. Ibete being a small pie to 
begin with, education at LSS gets a very small slice, 
(pp. 140-141) 
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For the present, it seene that Lasonia State School is not an 
appropriate alternative placement for severely handicapped children. 
CWLy 3 children have been admitted to LSS since the beginning of 1982. 
Since the early 1970s, as will be seen in the next section, the 
direction of moveirent has been from LSS back to local comnunities. 
It is the consequeix:es of this movement that are of primary concern . 
in this study. 

Ihe Deinstitutionalization Movement 
Institutional (Growth prr\ D^] 

The size of public institutions for people with mental retardation 
grew steadily from their inception in the 19th century to the late 
1960s. In 1904, for exanple, there were 14,743 people in mental 
retardation institutions in the United States. In 1930, the nunber hed 
grown to 72,565. By 1946, there were 119,456 institutionalized people 
(Kirk & Spalding, 1953). In 1960, there were slightly over 160,000 
mentally retarded people in public institutions. In 1968, the nuntoer 
peaked at about 190,000 people (Conroy & Bra31ey, 1985) . The average 
size of a public institution in 1967 was 1,250 residents (Bruininks, 
Meyers, Sigford, & Lakin, 1981). 

Since the late 1960s, there has been a steaJy decline in the 
nuitber of residents in large public institutions, a decline in the 
average size of public institutions, and a significant proliferation in 
the nunber of smaller, commjnity-based facilities. In 1983, there vBre 
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slightly over 100,000 people in public institutions (Conroy & Braaieyr 
1985) . In 1975r the average size of large public institutions was 700 
(Conroy, 1977) r down by 44 percent over an eight-year period. By 1982, 
large institutions (those with an average size of 366 residents) were 
reducing their enrollirents by 5.6 percent annually^ while all other 
forne of residential care growing. Sixty percent of all group 
homes that existed in 1982 had opene3 in the past four and one-half 
years. In the five year period preceding 1982 r the nunber of group 
homes with less than 15 people increased by 98.9 percent nationally, 
and the nuntoer of people living in such homes grew by 87,2 percent 
(Hill & Lakin, 1984) . 

The population that has most often made up the group that has left 
large institutions to live in smaller comnunityH^ased facilities h^ 
been younger and less retarded compared to those who have remained. 
Children (those individuals under 21 years old) went from has/ing the 
highest rate of institutionalization in the late 1960s to the lowest 
rate by the late 1970s. Children left institutions at a higher rate 
than adults throughout the 1970s. Ohirt^-two percent of all discharges 
from institutions in the mid-1970s were children from 6 to 18 years 
old (Wyngaarden & Gollay, 1976) . By 1982, less than 25 percent of 
institutional residents were under 22 years old (Hauber, BruininkSr 
Hill, Lakin, & White, 1982). As Hill and Lakin (1984, p. 13) have 
noted: 

The decrease in the nunber of children a«3 youth in 
the residential care system is a dramatic and socially 
significant finding, ^is result of social policies 
creating aind funding conuiunit^-based education and 
support progrefins for children and their families is 
one in which advocates may feel some justifiable pride. 
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As children have left institutions over the past fifteen years, 
trends in the degree of their handicapping conditions are noti>le. 
Beginning in the late 1960s, institutional admission criteria became 
more stringent/ resulting in fewer admissions of mildly retarded 
children and non-retarded children with physical handicaps. By 1979, 
61 percent of new admissions were for people with severe or profound 
nental retardation, a substantially higher proportion than occur reJ 
in previous years (Scheerenberger, 1981; Wilier & Int^liata, 1984) . 
In the five-year period prior to 1982, profoundly retarded residents 
increased in proportion to all other categories of .:etajriation of 
institutional residents. Durixvg the same period, ti. ^ , .^^tion of 
profoundly retarded residents in group homes more than doubled, and 
severely retarded residents in group homes also increased con?)ared 
to mildly and moderately retarded people (Hill & Lakin, 1984) . 
Deinstitutionalization of Children 

Very few studies of the deinstitutionalization of children have 
been published* Most ccnniunity placemen t/ad jus tirent research has 
focused exclusively on adults or has coirbined adults a«3 children in 
the r^rting of findings. For exaiiple, in a review by Freedman (1976) 
of 28 studies, only two of these included, subjects less than 21 yeais 
old, and those two studies enphasized adult measures of success such 
as independent living, marital relations, and enployment rather than 
child-appropriate criteria such as educational placement and family 
adjustment. More recent investigations or reviews (Eyman & Arndt, 
1982; Landesman-Dwyer, 1982; Schalock, Harper, & Carver, 1981; Wilier 
& Intagliata, 1981, 1982) have continued to ignore the status of 
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deinstitutionalized children, especially with regard to the 
provision of educational services* In a comprehensive review of 30 
deinstitutionalization studies that were published betwaen 1980 and 
1985r Mallory and Herrick (in press) found only 4 studies in which 
the average age of subjects was below 21. (cf . Ellis^ Bostick, Moore, 
& Taylor, 1981; Heller^ 1982; Re^an^ Murphy, Bill, & Thonias, 1980; 
Seltzer & Kraass^ 1984). The most conprehensive study, that of Seltzer 
and Krauss (1984) , will be discussed below. 

SUadies that include both children and aSults ha/e often coirparea 
the outcomes of deinstitutionalization for the two age groups. Gollay 
(1976) and FreeJinan, wyngaarden, and Gollay (1976) foun3 that: (a) 
children who leave institutions are more likely to be severely and 
profoundly retarded than released adults; (b) children are alrost 
twice as likely to be placed in natural or ^optive homes as aSults; 

(c) adults are twice as likely to be placed in group honves as children; 

(d) children are less likely to return to institutions than a3ults; 

(e) children are perceived as having fewer unmet ne^s and causing 
fewer problems than adults; and (f ) cormunities may be more accepting 
and supportive of deinstitutionalized children conparea to adults. 
Mditional coitparative work has been done by Nihira arxi Nihira (1975) , 
who found that children placed in comnunity settings were mDre likely 
to exhibit jeopardizing behaviors (endangering the health and safety 
of self and others) than aJults- 
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Studies which have isolated vari^les related to the comnunity 
placement of children indicate that; (a) over half of the children 
who are released go to self-contained special schools rather than 
integrated public schools (Wyngaarden, Freedman, & Gollay, 1976); 
(b) foster care is more successful for severely retaxded children than 
mildly or moderately retarded children (Sternlicht, 1978) ; (c) lower 
income families are more likely to accept their own child back into 
the home after release than higher income families (Bruininks, Thurlow, 
Thurman/ & Piorelli, 1980); and (d) children who are deinstitutionalized 
are more likely to be older at the time of initial admission than 
children who are not released (Wyngaarden, Preeaman, & Gollay, 1976) . 

Seasons for failure of comnunity placement, resulting in 
readmission of children, include lack of respite care for children in 
natural or adoptive homes (Pagel & Whitling, 1978) as well as negative 
comnunity reactions to the presence of mentally retarded children, la:k 
of educational services, and conflicts between natural ard foster 
parents (Sternlicht, 1978) . 

Both natural families and foster parents caring for released 
children face problems related to a lack of coromanity support 
services, including educational programs. Justice, Braaiey, arx3 
O'Connor (1971) reviewed, the experiences of 195 children on leave from 
Pacific State Hospital. The children ranged in ^e from 4 to 17, with 
most falling in the 12-17 year old group. Problems faced by their 
foster parents included lack of public acc^tance for the children, 
difficulties with schools related to inadequate services, lack of day 
care and recreation programs, lack of medical and dental care. 
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conflicts with agencies responsible for plaseirent, conflicts with 
natural parents, and maladaptive behaviors in the children. These 
problems, however, can be overcome if conmunity support services are 
available. When such services are availdale, there is evidence that 
foster parents will positively adjust to a child's hardicapping 
conditions (Browder, Ellis, & Neal, 1974). Natural parents also 
r^rt problems in accepting released children back into their homes, 
including lack of free time, neglect of other family mentjers, and 
adverse reactions from relatives, neighbors, ard friends (Bruininks, 
et al. , 1980) . Finally, families who refused to accept their own 
children after discharge were more likely to choose institutionalization 
initially because of a death or illness in the family or concern that 
the female spouse would have to change or quit a job in order to meet 
the needs of the disabled child. 

IV)0 critical variables which beai- policies affvc; ing 
deinstitutionalized children are placement st^ilitj .inount and 
direction of placement instability. Placement st*ility is defined as 
the percent of children who remain in the educational and residential 
placement to which they are initially discharged. Placement 
instability is defined as the percent of individuals shifting 
educational and residential placement and the degree to which the 
subsequent placements are more or less restrictive. Iha only study 
focusing exclusively on children using these vari^les is that of 
Eeagan, Murphy, Hill, and Thomas (1980). They examined the post- 
release histories of 188 mildly and moderately retaid«3 children placed 
in natural, foster, and group homes. The average age of the children 
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at the tine of placenent was 15 years. They found that 18 nonths after 
releaser roost children placed in their natural homes were still there, 
and only a small number had moved to more restrictive settings. 
Children placed in foster homes were more likely to ha/e charged 
placements, usually in the direction of less restrictive environments. 
Children in group homes were still more likely to hvwe changed 
placements, with over half moving to more normalizing foster or 
adoptive care. Unfortunately, the study did not examine specific 
educational placements in a3dition to residential settings. 

Seltzer and Krauss (1984) have recently examined the residential 
placements of a sanple of 761 children who lived in public institutions 
in Massachusetts in the period between 1972 and 1976. By 1980, 211 of 
these children (27.7%) had moved to comrajnity residences. Of these, 
197 (53.4%) were in group homes or foster homes; ani only 14 (6.6%) 
were in their natural homes (see Table 6.1 in Chapter 6 for a conparison 
of these findings with an earlier study and with the present study) . 
Of the 540 children who remained in an institution r only hcd been 
recommended for placement in her natural home, 'ihose children who hsd 
left were less inpaired with respect to mobility, nedical probleire, aid 
level of retardation, and had fever behavior problems conpared to those 
children who remained. Children placed in comminity residences (foster 
care or group homes) were somewhat older and had a greater need for 
medical s&:yices than those placed in their natural homes, but there 
were rs.o other significant differences between these two groups. The 
strongest pradicator variables for determining which children remain at 
an institution and which are placed in conn-nities are (a) the need for 
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on-call medical support, (b) the nunber of medical services received, 
(c) ad^tive beharior deficits, and (d) the level of retardation. 
Given the high frequency of medical needs of children who are likely 
to ronain in an institution. Seltzer and Krauss (1984) recomnend the 
developmant of specialized conuiunity res 'denceE cap^le of providing 
extensive medical supports in order to fasilitate the 
deinstitutionalization of children ard prevent the institutionalization 
of children still living at home. 

In general, follow-up information on children who have been 
deinstitutionalizes is h^azard or nonexistent (Bruininks, et al., 
1980) . Where such work has occurred , it has not examineJ the 
educational programs received by children, and has not determined the 
extoit to which such programs are congruent with the mandates of Pi. 
94-142 and state level special education laws. Becaase the primary 
location of educational programs for severely haiid icapped children has 
been in residential institutions or self-contained day schools 
(Kenowitz, Zweibel, & HJgar, 1978), and because institutions ha/e been 
deemed in numerals court decisions to be restrictive ax>d inappropriate 
places for the provision of educational services, it is critical to 
examine both the educational and residential status of 
deinstitutionaJ-ized children, 

' Deinstitutionalization and Comnunity Services for Children in 

New Hampshire 

How Many Children Ha ve Lgfi- ) -..q.q? 

Since 1970, the nunber of children at LSS has decreased both in 
size and in proportion to the total resident population. In 1974, for 
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exanpler children (those below 21 years old) conprised 28 percent of 
the resident population; five years later the proportion had decreased 
to 14 percent. By mid-1985r the proportion of children was down to 3.5 
percent, half of whom were profoundly retarded. Figure 2.1 indicates 
the total child enrollment each year from 1970-1985, including those 
living on canpus and those in trial comnunit^ ploceinents. The 1970-1973 
and 1975 figures are estimates based on the assutrption that 30 percent 
of the LSS population was below 21 from 1970-1973, ard 25 percent was 
below 21 in 1975. 

Because specific records were not maintained by LSS concerning 
coimunity placenent of children prior to 1976, it is inpossible to 
know what proportion of the decline in children before 1976 is due to 
placement and what proportion is due to attaining adulthood. Beginning 
in 1976 however, nonthly records are available of coiramnity pla^enents 
and discharges. Oliese nunbers are shown in T^le 2.1. It is inportant 
to note that these are not unduplicated counts. That is, the same 
child may have experienced both comitunity placerent and discharge in 
the same year, and some children were placed more than once in the same 
year (or in different years) . A very small nuirber of children were 
also discharged, readmitted, and subsequently discharged again. 

During the nine and one-half year period depicted in T^le 2.1, 
there were 90 comnunity placements of children (an average of 9 per 
year), 35 returns of children to LSS from comirunity placements (x^3.5) , 
and 61 discharges (x=6.1). llie ratios of returns to placerents 
ranged from a low of 4:13 in 1976 to a high of 11:13 in 1979. The 
percentage of children placed from tha total LSS population averted 
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Figure 2.1 

Decline in Population of Children at LSS, 1970--1985 
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Placement or Discharged from 


LSS, 1976- 


Year^ 


Commun i ty 
PI acements 


Returned to LSS From 
Community Placement 


D 1 schciraF-s 


1976 


13 


k 


17 


1977 


17 


6 


12 


1978 


11 


h 


6 


1979 


13 


11 


2 


1980 


9 


7 


2 


1981 


6 


2 


1 


1982 


2 


1 


2 


1983 


11 


0 


6 


198'» 


5 


0 


12 


1985 


3 


0 


1 



rmal Chi Id 
Enrol Iment'' 



200 

120 

96 
78 
65 
Sk 
36 
21 
9 



Based on 12-month period ending December 31; 

except 1985, which includes data through June 30 only 

'^Includes both in-r^sidence and community placement populations 
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1.67 percent, from a low of 0.4 percent in 1982 to a high of 2.5 
percent in 1977. The nuirber of new admissions to LSS decline3 over the 
period from 7 in 1976 to 3 each in 1977, 1978, arri 1979, one each in 
1980, 1981, and 1982, none in 1983, and 2 in 1984. 

Table 2.2 indicates the percentages of the child and ^ult resident 
populations experiencing comnunity placenent from 1976 to inid-1985. 
Prior to 1979, adults left at a greater frequency than children. 
i3eginning in 198U, children were placed proportionately nore often 
than adults (except during 1982). Since the beginning of 1983, roughly 
one-fifth to one-quarter of both the adult aid child populations ha/e 
been placed annually. It spears that this rate may be slowing for 
adults and accelerating for children in 1985. 

It is inpossible given the record keeping systea; at LSS and our 
lack of access to all files of children who lived there to determine 
the exact unduplicated nunber of children who left between 1970 and 
1985. However, we can arrive at an estimate based on the data that 
are available. When we began the clinical reviews in 1982, we arrived 
at a figure of 226 children who were placed seme time after 1970 prior 
to their 21st birthdays. However, it was soon apparent that maiiy of 
this group had not actually lived at LSS more than two or three we^s. 
In the early 1970s, LSS provided the only coirprehensive facility in New 
Hairpshire for evaluation of retarded children. Evaluation involved 
formal admission, so the census in those years included these short- 
term residents. Although a child would leave soon after aJmission, no 
formal discharge occurred until some time later. In some cases. 
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Table 2.2 

(1 of Child and Adult Community Placement Ratios 



Number of Chi Id 
Communi ty 
PI acements^ 



Chi Id CPs as 
a Percent of 
Chi Id Enrol Iment 



Total Adult 
Enrol Iment 
at LSS^ 



Number of Adul t 
Commun i ty 
Placements 



190 
181 
131 
107 

82 

52 

20 
10 



13 
17 
11 
13 

9 
6 
2 



1 



5 
3 



6.8% 

12. n 
11 .0% 
3.k% 
3.8% 
25.6% 
25.0% 
30.0% 



525 
SOk 
508 
504 
'•97 
476 
451 
415 
337 
273 



106 
108 
82 
52 

31 
AO 
87 
61 
17 



20.2% 
21 .4% 
16. U 
10.3% 
9.1% 
6.5% 
8.9% 
21 .0% 

18. n 

6.2% 



January 1 each year; figure includes in-residence population only 

ative figure for ■'•2-month period, January 1-December 31 
nonths, January 1-June 30, 1985 
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discharge was not recorded for more than a year after the brief stay, 
resulting in inaccurate counts of the resident population. 

In addition, some children left LSS in the late-1960sr but their 
placenient or discharge was not noted until s<xne time in the 1970s. Vie 
did not wish to include these two groups in our sanple because (a) the 
stay at LSS was so brief that it would seem to ha^e little consequence 
for the education and family circumstances of the child, or (b) the 
child left prior to the historical period of interest. Eliminating 
these two groups resulted in a potential pool of 187 children. Three 
of these children had died at the time the project began, resulting in 
a potential sanple of 184. However, we are not conpletely confident of 
the accuracy of this nuirber given our inability to contact each family 
to confirm the length of residency and date of placement. As will be 
seen in Chapter 3, we mailed informed consent letters to the last known 
addresses of the potential sanple. Of the 187 letters mailed, 63 vrere 
returned by the post office as undeliverdble (no such aSdress, 
addressee doesn't live here, forwarding tbuQ expired). Subsequently, 
we located 11 of this missing group through other means. In the end, 
we established contact with 74 of the potential group, leaving the 
remaining 113 unverified in terms of their residential status at LSS 
and in the comnunity. 

Because we encountered several situations in the contactea group 
where it turned out that records were inaccurate, and two perplexii^ 
instances where the ^parents clained their children haJ never been at 
LSS, our confidence in the 187 figure is low. Our best estinate is 
that the actual figure is slightly lower, or approximately 170 children 
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lived at LSS for a significant length of time during the period of 
intvestigation and were placed in the local comitunity prior to reaching 
cdulthood. 

Where JIave Ihese Children Gone? 

There has been very little follow-up research on deinstitutionalized 
children either nationally or in New Baitpshire* Recent investigations 
focussing on children are discussed in an earlier section of this 
report. In New Bairpshirer there has been no systematic effort by LSS 
staff or state agency staff to document the experiences of children who 
once resided at LSS. Hie present study is an attenpt to fill this 
critical taiowledge g^r and the work currently underway by James Conroy 
and Valerie Bradley under contract with the New Haiipshire Developmental 
Disabilities Council wiU also shed some light on our understaixSing of 
the consequences of deinstitutionalization. 

Later^ we will answer the question at the heaS of this section in 
detail. At this point r some general coiraiBnts are necessary. First, a 
system of alternative living arrangenents located in children's home ' 
coOTiunities sinply has not evolved in New Haitpshire. By 1985, there were 
only 33 children receiving residential care under the auspices of the 
Office for Ccninunity Developmental Services of the New Hanpshire Division 
of Mental Health and Developmental Services (DMR/DS) (Lepore, 1985) • 

In general, children with severe nental retardation or other major 
disabilities either live at LSS or remain at home with their families. 
In New Hanpshire, 15 percent of all nentally retarded people who live 
cxatside of their natural homes are under 21 years old. Nationally, 
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24.8 percent of mentally retarded people who live outside of their own 
homes are children. We seem to rely npre on care for children in their 
natural homes than is the case in other states. In 1982, there were 71 
residential facilities for mentally Retarded children and adults in the 
state (Hauber, et al.^ 1984) . It is not known how many of these 
facilities cared for children, althovagh it appears that very few did 
so. As of 1985r there were fewer th^ a dozen residential facilities 
specifically designed for children, ^ alirost all of these opened 
within the past three years • In a r^ent report issued by New 
Hanpshire Legal Assistance, it was deserted that, "'Individuals under 
the age of 21 are experiencing trener^ous difficulty in c±)taining 
housing through their Area Agencies [tiie regional service system for 
people with developmental inpainrenb^]" (Bugg, 1985). 

Expenditures for coninunity services have traditionally been below 
those for institutional services. R^ently, however, that traiition 
has changed significantly. In 1977, New Hanpshire spent about three 
times as nuch on institutional care ^ treatment as on conmunity 
services. That ratio remained roughly constant until 1984, when 
comnunity expenditures exceeded institutional experx3itures for the 
first time. In fact. New Haupshire's comnunity service expeiKSitures 
were among the five highest in the United States, based on percentage 
of personal income and per resident Cajpulations (Braddoclc, Howes, & 
Henp, 1984) . These figures are clear signs of an incre^ed 
commitment to the provision of comitinity--t)as0d care and treatnent. 
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Howeverr the vast majority of these services are aimed at adults. 
Children with mental retardation, by and large depend on their families 
and local school districts for their residential and educational needs. 
And families and local school districts receive very little outside 
state or federal assistance in meetixig these needs. 

In suiur residential and educational services for both children 
and adults with severe retardation have been delivered primarily in 
institutional or segregated environments until quite recently. When 
children left LSS to return to their families and local schools, 
there was no systematic procedure for keepinci tr^k of them. A 
coinitunity-43c^ed system c'=*o^?:>ie of meeting the unique residential and 
educational needs of cui an did not begin to emerge until the early 
1980s. It is in this lignt that we pose the primary question that 
has guided our investigation: What are the residential and 
educational consequences of deinstitutionalizing children with mental 
retardation? We now turn to that question and the data we have 
gathered to answer it. 
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Chapter Three 
Legating the Research Population 



The process of locating those subjects who met our population 
criteria described in detail in Chapter Five seemed to present a 
classic "Catch-22'' situation. In order to know who would be 
included in the study (and therefore from whom we needed to obtain 
consent), we had to determine which past and current residents of 
the institution mat cxir specific age and residency criteria. This 
determination required access to clinical records at the 
institution. But in order to has/e such access, we needed prior 
consent from all those individuals whose records we would examine. 
Tie institution had no way of knowing which residents net our 
uiriteria, requiring that sonEcxie review all client records, 
including those stored in the state archives. The problem was 
partially solved by the LSS administration when it agreed to hire 
(xie of the principle investigator's graduate students as a staff 
menber of the institution, This person then had access to the 
records because she was now a legitimate meirber of the 
institutional staff. After two months of reviewing the records, 
she was able to develop a list of those people who we needed to 
locate. However^ she could not share those names with the 
University research team without the written permission of those 
involved . 

Ihe next step, then, was to have her give the list of potential 
subjects to institutional staff in its Office of Commanity Integration. 
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They agreed to nail letters, including consent forire and an explanation 
of the study, to all those on the list. As indicated earlier, many of 
the addresses available from the institutional records were outdated. 
Of 187 letters mailed to potential members of Population Qig (those who 
had left prior to their 21st birthdays), 63 (33.7%) were returned by 
the post office. After a total of three mailings to locate subjects, 
60 letters remained either unretumed by the post office or unretumed 
by the addressee. Ihere is no wa/' of knowing whether these letters 
were received and ignored, lost, or received, read and not returned 
becaase the par^t or guardian did not wish to participate. 

Of those that were returned by the parent or guardian, 10 denied 
consent for their child or ward to participate, ihe most common 
reasons for denying consent included current family stress that 
precluded participation in interviews, fear of intrusive questions, 
and a misconc^tion that participation in the study would leed either 
to reinstitutionalization in the case of ccntnunity residents or to 
deinstitutionalization in the case of institutional residents. This 
latter misconc^ticn occurred partly because the co^er letter sent to 
the parents or guardians was on institutional letterhead, although the 
consait documaits were on University stationery. Thus, for those 
parents or guardians vAo feared that the study meant their child might 
be recannittea, the letterhead only served to reinforce this notion. 
We strived to enphasize the ind^endent nature of the study, but 
parents or guardians vrere often unable to make the subtle distinction 
between the state university (acting as an ixxJependent agency) aixJ the 
state institution. 
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Networking 

Given the prc5bleire encountered in soliciting consent through the 
nails, cur next step was to develop comnunity networks of people and 
organizations that could assist us in Icx^ating subjects. The networks 
that seemad to holx3 tlie most promise included comnunity agency staff 
(especially case managers) and 5>arent organizations such as state and 
local chapters of the Association for Retarded Citizens {MC) • In 
order to obtain the support and cooperation of these groups, we went 
through a four-stage process of: (a) telephoning and nee ting leaders 
of the various comnunity groups, (b) arranging time on the group's 
meeting agenda to describe the study and solicit support, (c) distributing 
"contact packets" to the group neiibers, and (d) maintaining contact with 
the group to assure that they followed through on the agreed-upon 
procedures. Trie "contact packets" included a one-page description 
of the study, a list of the personnel involved, an informed consoit 
document, and a self-addressed starped postcard that parents or 
guardiais could return directly to vr? :o indicate that they wouM 
like more inforiration before giving i'Aoix: consent. 

This ^preach was well received by AIC groups. Paraits were 
able to see the potential benefits of the study, although softe had 
inappropriate expectatiais that partic^ation would lea3 to better 
services for ttieir individual children. One father even withheld 
cons^t when v/e explained that we were un^le to act as advocates on 
behalf of his child, whose services he felt were inadequate. Although 
we were ready to provide names of service providers and advocacy groups 
when parents e^ipressed such concerns, we had neither the tine, the 
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ability^ nor the right to conduct individual investigations during the 
course of the research. In general, AICs were enthusiastic about the 
project and devoted tima and energy to mailing the contact packets to 
nieirbers and publicizing the study in their newsletters. Because we 
often could not directly trace the scxirce of a consent when one was 
obtained r the nunter of additional consults resulting from this activity 
cannot be detenninea. However, a secondary benefit of this ' was 
that many more people became aware of the study in its early cages, 
Ihe initial ireetings with these groups also led to inportant discussions 
about parents' perceptions and evaluation of connunitization in its 
present state. This knowledge was useful in guiding us to more 
meaningful interview questic^is, and in analyzing the data to generate 
policy recomnendations. The research process was therefore more 
groinded as a result of the developm^t of these comirunity networks. 

Service Providers as Informants 

Developing report and support with case managers and other service 
prcviders was a son^'i4iat different experience. 1t\e case management and 
commLinity services system in New Hanpshire was in its early stages of 
developmait vrt^en the study began. Many of the staff in these agencies 
were ne^ to their pa^^tions, and many had no previous experience with 
research projects, This inexperience, confcined with the ccsnircn concern 
that cur study would reflect on tiaeir ability to perform their jobs, 
resulted in soma initial resistance. Meetings '/;ere arranged with the 
administrators of the comnunity services to explain the purposes of the 
study and to describe our expectations regarding access to staff ard 
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records. ik3ditional maetings were held with case iranagers for the same 
purpose. At this level, we encountered skepticism and some trepidation. 
Case nenagers, who rightfully saw themselves as overworked, expressed 
concern about our demands on their time. Some questicxied the ^-mue 
of research, arguing that our questions were either too general to be 
of help to them, or that our presence would create problems in thr*;..- 
relations with their clients. Many times, case nanagers and others 
wanted us to add specific questions or variables that would respond 
to their immediate concerns. Some of these suggestions were quite 
helpful, others seemed to reveal underlying fears that our work would 
result in an evaluation of their performance. After r^eated ceetings 
with groups and individuals to clarify the goal^ and limits of the 
study, most of this resistance and fear dissipated. 

Similar reacti'ons were encountered with institutional staff arri 
pitolic guardians. At the institution, in the early stages of record 
review and interviews, staff assumed that the study was directly 
related to the recent litigation that had led to a harsh indictment 
of the institution. Some staff U-Aight that our workers were attorneys, 
and many perceived our role as primarily evaluative. After the first 
months when we ^'id a great deal of attention to i:rc>ccol and hierarchy 
at the institution, staff relaxed and opened up to us, acc^^pting our 
presence as routine. 

Public guardians, who had legal responsibility for many of our 
potential subjects, were also skeptical in the early stages. Their 
concerns focused on informed consent and the intrusiveness of our 
procedures. As guatdians of our subjects, they closely scrutinized 
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consent dcx:un)entSr requested neetings with us, ai^d questioneS our 
purposes and procedures, Ihey clearly had a prottvitive stance relative 
to their wards, Ihey also expressed fear that our contacts v/ith family 
neirbers could interfere with their role as guardians, There \jbs a 
belief that the parent interviews could result in some parents wanting 
to re-establish contact with their children, v^ich could possibly leaa 
to tension between the legal guardian and the subject's par^ts, it 
was agreed that parents who had not had contact with their children 
since th^ left the insUtution would not be interviewed. For our 
purposes, they would not be valid sources of data anyway since their 
contact with their children was mininal. In the end, the piiDlic 
guardiais provided consent and were fully cooperative as the study 
progressed . 

In addition to the steps just described, meetings to explain 
the project were held with pareits of children still residing at 
the institution, state-level administrators in the Departments of 
Education and Developnental Services, and the state-level ccstmittee 
on Hj 94-142 conpliance, 

T'-^ormed Consent 
As pot^tial subjects were Identified through the third party 
route just describ©3, the next step was to obtain their informed 
consent to participate in the study. Research which focuses 
prinarily on childr^ with mental retardation presents sane unique 
considerations in the area of informed cons^t. Qi the one hand, 
people undor 18 years old are minors and legally incapable of 
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giving their own consent, whether or not the/ are classified as 
nentally retarded. Ihis group presented no significant problens in 
obtaining consent. All of our subjects who were still below 18 haS 
parents or guardiais who were accessible to us. Oci the other hand, 
many of our subjects were no longer minors . Some were still below 
21 r and therefore viewed as children for the purposes of the study 
(that is, they were still eligible for educational services un3er 
Hi 94-142) . Most of the ronaining group were in their early to 
mid-twenties. Some of these young adults had been assigned public 
guardians, and obtaining consent was a straightforward process. 
But the reniaining group had not been adjudicated as inconpetent, 
and therefore they were legally their om guardiais. Yet many 
still lived at home, where their parer^ts a^tad as their guardians. 
In fact, aliiDst all of the parents contacted believed that they 
still had legal authority o^er their adult children* B/en when 
subjects were no longer living at home, parents viewed theinselves 
as ha/ing the right to neke decisions for their children. 

This situation presented us with an interesting dilemma- 
Should we take a strictly legal ^proach and obtain consent solely 
from the adult retarded person, bypassing the parent, or should we 
view the retarded person as dg. facto inconpetent and seek 
substitute consent from a person who had some social and personal 
responsibility for the individual (in tJiis case, his or her parent 
or nearest relative)? We opted for the latter choice. Wfe believed 
that to bypcss the role and concern of the parent would 
unnecessarily introduce confusion and stress • For us to introduce 
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the notion that the parent no longer had any legal relationship to 
their child, and that we could enter into their lives without the 
parents' penuissionr was seen as intrusive. We were also concerned 
that we est^lish positive relationships with parents so they would 
participate as respondents to our interviews. Because the service 
prcviders also seemed to be acting as though the parents were still 
guardiais, we wanted to act in a consistent fashion. Interestingly, 
none of the state agencies, conmunity staff, or institutional staff 
raised this issue as a concern. It was one that we identified and 
resolved internally. 
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The prinary methodological approach used in this study was 
triangulation. Triangulation requires the use of two or more methods 
to neasure the same trait for the purpose of insuring reliable axx3 
valid obiser/ation and definition of theit trait (Canpbell & Fiske, 
1959,^ Denzin, 1970) • Ohe term ti i/i^gulation refers not only to the 
distinctly differait methods that are used^ but also to the different 
soirees of w'^Gta used to msasure the same trait, That is, nultiple 
tools of measurement are applied to multiple groups of informants. 

Recall that the guiding question in our study is, "What are the 
consequences of coimmnity placement of previously institutionalized 
school-age children?". To answer this question (a«3 the many more 
specific questions related to it) , we wanted to know what factors 
determined the post- institutional experiences of the research 
population, Therefore, we considered medical and behavioral 
descriptions of the children, their diagnosed levels of retardation, 
pre- and post- ins titutionad experiences in the community service 
system, family social and economic background, and parent attitudes 
toward institutional and comnunity care. Table 4,1 summarizes the 
key traits cf interest in the study arri the data sources used to 
examine each of these traits. As can be seen from the t^le, several 
several methcxJs vrere eirployed, including review of archival data and 
interviews with multiple informants (parents, case managers, service 
provid'srs, and ex-residents), 
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Data Sources and Types 
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The interviews were of the schedule sfcc^ndardized type (Denzin, 
1970). However, interviev\«rs were allowed sone leeway in the order 
in which they asked the questions and in the phrasing of questions 
so that the respondent understood exactly what he or she was being 
asked. At times, the interviewer's role was to record information 
which was spontaneously offered by the informant before a specific 
question was e/en asked, requiring the interviewer to go back and 
forth in the schedule, according to where a particular item was 
located. Allowing for this kind of flexibility and spontaneity 
reduced the reactivity of the instrummt. 

Face-to-face interviews were chosen over mailed questionnaires 
becaise the interviewer could explain and dispel any questions or 
misconceptions the informant may have had r^arding what was being 
asked, thereby reducing ambiguity and incorrect respOTses; arx3 the 
conditions under which the data were gathered becane more uniform. 
Even though there was a great diversity of interviewing conditions 
because of the idiosyncrasies of families* homes and service 
settings, the interviev^r acted as a constant factor as well as an 
agent of social control, tending to reduce the amount of interfererce 
that might otherwise have been present if the person were sinply 
filling cut a questionnaire. 

The drawbacks of the interviews are that (a) they are measure 
taken at one point in time, (b) information is subject to the 
accuracy of the memory of the respondent, and (c) there is no pre- 
testing, i.e., there is usually no information about the period of 
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time prior to the point in time being cover ec3 by the interview. In 

order to conpensate for these shortcomings, institutional records 

v«re examinecl viiich served to provide an historial context to the 

data we gathered from infornents. In this way^ archival analysis 

provided the pre-test infornation and a more longitudinal perspective 

(1) 

than would otherwise be possible was gained. 

Another major disadvantage of the interview method is that it is 
open to recall and viev^oint biases. For exairple, one parent in his 
opening statement about his s<^*s educational career # said his son 
received "no education" aoS "hardly any services." Later in the 
interview^ however , the father proceeded to tell the interviewer 
about severcil schools his son had attended. His opening gairbit 
had more to do with his curr^t frustration at his soi's present 
situation than with his son's educational history, which was the 
main focus of the interview. Bad we not built in reliability checks 
by asking abcxat education in two different points in the interview, 
this may not ha^e been revealed. 

Because of the many correlates of meircry bias and decay — elapsed 
tine, frequeicy of the event, level of inportance or significance to 
the individual — parents vere not asked to provide too many 
particulars regarding their child's oaucational experience, only to 
answer whether their child received educational services before and 
after going to the institution* Though we asked for the length of 

Copies of all record review and interview protocols 
are available from the principal investigator. 

ERIC 



55 



time the child went to school, these data are less reliable. 
However, an some cases, parents were able to docuinent this 
information from their own vast collection of iDedical and social 
histories on their children. In other cases, service providers 
wuld substaitiate the inforiration. Fortunately, when dealing with 
beaureaucracies, there are records. Hie field researchers were 
instructed to encourage the parent or service provider to consult 
his or her records whenever possible. Often we had to pore ever the 
records ouselves, especially when jxiformants were unable to cull the 
data for us. 

Aside from the tenporal drawbacks, the interview was limited in 
the way questions wre phrased. In most portions of the interview 
schedule, closed-ended questions were asKed with multiple choice and 
IiiKert-type aiswars. Parts of our interview contained questions 
which w^re duplications of those asked hy Conroy and Bradley (1985) 
in the Pennhurst study. Hhxs, part of the study replicated methods 
used by other researchers in related investigations. 

Multiple choice questions of the Lilcert type do not allow 
spontaneous answers and require the respondent to limit his or her 
thinking to fit the question. For exanple, respondents were asked 
to sc^y v;tiether they "strongly agreed, somewhat ^reed, neither agreed 
nor disagreed, somewhat disagreed or strongly disagreed" with the 
concept of deinstitutionalization. Often the responses ran something 
like: "Well, I agree, but only if it nesns Bill will get one-to-one 
supervision. In that case, I'm for it." The question as asked does 
not allow for such qualifying statements. 
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Though the ability to conpare our data with other reseeiicv;'}r:-:» 
was gained by merely coding the ansv^rs to the qu^tionsr we could 
ha/e lost valuable sources of insight into these parents' true 
opinions ax>d concerns. Iherefore, field researchers were instructed 
to press the respondents to choose a particular answer, but also to 
write verbatim the unsolicited canments made by the parents* 

Intetvieys of Parents 

Parents of children who have been institutionalized were vei^ 
inportait sources of information. Although their inforination may be 
distorted by time, emotion, or periods of reduced contact with their 
children, they still nust be recognized as legitimate sources of 
specific types of data, Ihey knew the child best prior to 
institutional placem^t. Ihey often naintained intense interest 
and some degree of contact with their child during the period of 
placenentr and they often assuined some level of involvenent when 
the child returned to hi^ or her comnunity. The parents* attitudes, 
resources r and skills this v^re inportgnt in understanding the 
coiraiunitization process. 

Parent interviews had the potential to be highly intrusive and 
painful occasions. Because of the retrospective nature of the 
interview questions (e,g.# Why did your child go to live in the 
institution? Who recomnended the placement? How often did you visit 
your child? What are your attitudes toward deinstitutionalization?) 
painful memories were rec:alled- Earlier feelings of guilt, anger, 
or confusion relat6d to placing their child out of the home cane b^K 
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to the surface, per:' xv'^ £or tne first time in a decade or more, 
To an unexpected degree, parents readily opened up. Although the 
experience was obviously a painful one (niany cried and openly 
expressed their pain and anger during the interviews), it also seemed 
beneficial. Many of the parents said that no one hcd e/er asked tnem 
these questions, particularly in a neutral context. Because the 
interviewers did not rq^resent the service i^ysteni, their questions 
provided the opportunity for parents to give infornation aiY3 express 
deeply-held beliefs without fear of judgrnent or loss of services for 
their children. Parents frequently said they were glaa that soneone 
cared enough to listen to their stories. 

For some parents the pain experienced over the years of caring 
for their handicapped child precluded their participation in our 
study. Of the 10 paraits who denied consent for their son or 
daughter to be included, half said it was due to the fear that to do 
so would create even greater stress for themselves or their children. 
In sane cases, husbands expressed concern for the emotional state of 
their wives. "She has been through enough. I don't wait anything 
else to upset her." Some parents were concerned that the study would 
add stress to their children's lives. .le's doing well now, 
and I don't want anybody to bother her." "He's lived in a gold-fish 
bcx^^l long oiough. Wa just wait to let things rest, at this point." 
One parent spoke at great length about the str^s she and her 
daughter had gone through* She felt very bitter about her 
experiences. 
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She told us, "The quality of her life has inproved 100 percent 
since she left there. You [the researcher] just want to take her 
back there. I'll ne^er let that h^pen." Ohis motlier's fear that 
participation wouH result in reinstitutionalization was not unique. 
The stress that she and others experienced r^ulted in significant 
anxiet^r about the present and future. Ihis anxiety clearly maae 
them fearful of the consequences of giving consent to participate 
in the study. 

Another clue to the stress of parent interviews came from a 
father who had initially given cais^t on beh.'lf of his son, and 
subsequently gave us permission to interview him and his wife.. 
When the interview began, the father bacams very ipset at the personal 
nature of the questions. "It's none of your daim busings! ^^at 
does this [a question about his occupation] have to do with my son's 
treabnant anyway? B/erybody from the secretary up will know my 
business. Ttiat's not confidential. Confidential is when I tell 
you scn)ething and you don't tell anyone else." This man's severely 
dis^led son still lived at the institution, and he creatly feared 
that his son was soon going to be placed in the coimunity. His 
anxiety led to an unsuccessful interview, ara revealed enotions felt 
to a lesser degree by many of the parents we interviewed. 

Tntervj.ews of Com nunity , Residents 

We asked sane of those individuals who left LSS as children 
to participate in brief face-to-face interviews. The comnunity 
residents were approached as consumers in the service delivery 
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system. We wanted tc know vAiat they wanted and believed. WTiere 
do thQT wan live? Do they want to go to school? How do they 
conpare lif the institution with life in the comnunity? 

The sairple of respondents was chosen from a pool of those 
people who were diagnosed at the institution as mildly or moderately 
retarded and who did not ha/e a psychiatric di^nosis. Ctily those 
individuals who could cOTuiunicate ar^ understand langu^e were 
included in this part of the study. Sigelinan, et al. (1983) hare 
suggested that verbal interviewing is generally most successful 
with persons who are moderately and mildly retarded. They note that 
beginning in the severe range of retardation, verbal interviewing 
techniques yield unreliable and invalid responses. 

In a^tdition to these criteria, screening questions were used, 
the answers to which could be corroborated by other sources (e.g„, 
parents, case managers). The respondents were asked to tell the 
interviewer their names, birthdays, gender, home town and whether 
they had ever resided at tlie institution. The responses were coded 
as either correct, incorrect, no response or inappropriate response. 
If the respondent answred three or more questions correctly, he or 
she was included in this part o: the study. Howa'er, whether or not 
a person answered to criterion, we continued with the interview to 
explore the reliability of the screening procedure. 

Interviews were conducted at the comnunity residences of the 
subjects at times that were most comenient for them. In most 
instances, parents were present during tho j.t).terview. Ihe parents 
served as both a help and hindrance during the interviews, The 
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hjjjdrance lay in their tendency to pronpt their children to make 
socially acceptable resi^onses. However, tlieir presence served to 
orient their child to the situation and to help him or her to stay 
on task. Parents also helped by their ability to translate our 
questions into forms more conprehensible to their children, and to 
assist us in understanding their children's responses. 

Tlie guiding question of the interview was. What are the 
residential, euacational, and vocational preferences of people who 
hare left the institution? In order to insure the reliability and 
validity of our information, questions we.r'^ asked using rrultiple 
f ornats . 

Sigelman, et al. (1983) describe their findings with regard to 
using fcxir fornat types when interviewing maitally retarded people. 
Ttie four types— y^s/no, either/or, nultiple choice, ar>d open^-ended — 
prcxSuce varying levels of reliability. Sigelman, et al. recommend 
use of either /or questions as a way of reducing problems of 
acquiescence and selection of the last choice mentioned. (Either/ 
or questions are asked at least twice in variable order to check 
response reliability) . We also relied on open-ei^ed questions to 
elicit subjective and evaluative comments that would ^d to our 
understand ii^ of the experiences and beliefs of each person. 

Seven questions were posed with and without the aid of 
photographs: Would ycu rather live here or at La^onia State School? 
Why would you rather live at (previous respaise)? After naming the 
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(1) 

array of pictures, we asked; Which picture locks like where you 
live? Vbich picture looks like the place where ycxi would most like 
to live, if you could live anyvAiere you \rante37 with now pictures 
we asked: Vhich picture (hcppy and sad circle feces) shows how you 
usually feel? Which shows how you usually felt at LSS? Ihirteen 
questiais (about ten minutes) later, we ask^d again: Would you 
rather live at LSS or here? 

A final, open-ended question asked was: If you could have 
anything you waited (in the whole world) what would it be? Tt)e 
purpose of thi?. question was to understand the scope of possiiDilitles 
envisioned by the respondents, and get soine sense of tlieir 
unfulfilled aspirations and desires . it was also a pleasant way to 
conclude the interview. 

The results of these client interviews are not juncluded in this 
r^ort. Due to the conplexity of analyzing these £ responses, and the 
exploratory nature of this research ^proach;, ^v^parate analysis 
will be developed and published subsequeit to tf.iis initial 
description of our fixvdings. 

Reviews of Clinical Records 
Ihe two most ccnunDn probleirs encountered in analyzing 
institutional and comnunity service records were related to history 

li) 

The four pictures v.ate of residential buildings at LSS, a lO-bed 
grcup home that did not look like a typical family residence, an 
apartment building, and a wooden c^e single -family home. 
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arid measuresnent probleiirs (cf . Canpbell s Stanley, 1966; Heal & 
Fujiara, 19&4) . At a ''clerical" level tlie reliability of the 
records were affected by the care, accuracy, and cciipleteness with 
which inforitation was recor^f.^. When very little information was 
entered for a particular time period, it was not possible to know 
whether that is becaise nothing of significance occurred, or staff 
neglectaJ to make any entries, or significant events occurred that 
were consciously not recorded (e.g., a resident injury or a 
questionable behas/ior ncdification procedure). Ihis neans that the 
level of analysis nust stay at a superficial level. Rich details 
of a resident's history, details which could have a bearing on later 
ccnrnunity pla-jemait, remained unknown to i^s unless such details were 
provided during parent interviews. 

At a more subst^aitive design level, history affected the 
collection and analyr of data because the pfrriod of most rapid 
ccinnunitization occurred when changes in federal and state policies 
were ha/ing a direct effect on institutionali2<ad people. The 
enactmait of EL 94-142, The Education for All Handicapped Children 
Act and EL 95-602, The Developmental Disunities Assistance and Bill 
of Rights A::t, and corresponding state laws during the mid- to late 
1970s, and the results of concurrent litigation ha^e created the 
need to conpare the experiences of those who left in the earlier era 
(pre-1978) with those who h&ze left more recently. The social and 
historical context of these two groups was quite different at the 
point at which they left the institution. In addition, those who 
left in the earlier period were less severely inpaired, increasing 
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the likeliboa3 that they could successfully "pass" in nornal scciety 
vithcxit formal assistance. Ihis successful reintegration naait that 
we could not locate these individuals through the parent and service 
provider networks described in Chapter Ihree, Ihis is a form of 
attrition that frustrated us as researchers, but may be a sign of 
positive outcoms for the ex-residents. Although the sstories of these 
successful individuals is an inport^t part of the total picture of 
the comnunitization process, it is a part that is largely inpossible 
to explicate. Likewise, case management and client tracking systeire 
have only been developed in New Haiipshire since the late 1970s, The 
accuracy and detail of records is thus quite different for those who 
entered coramnity programs in recent years. 

Closely related to the threat created by history are the issues 
of changing measuremait procedures, changing defir v/.' r„; aid 
reliance on reported rather than observed data -vbell and 

Stanley, 1966, refer to as threats of instruuencat ' ' , Oitil the 
late 1970s systematic observation of beha/ior was noc comnon pra:tice 
at LSS. The firs:;, ^tteiipt at conplete docuinentation of all 
residents' behaviors took place in 1979, Subsequent assessinents have 
been based on the AAMD Adaptive Behavior Scales or other scaXc-- with 
no known correlation to the scales used in 1979. Corrparable nedsures 
of residOTt progr>^s are therefore not available. Thi^ major problem 
of instrumentation niakes a definitive conclusion about the 
developmental outcomes of comnunitization for our saiiple virtually 
inpossible . 
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Vie haye also been plagued by the changes in diagnostic labels 
and codes caused by revisions in the AAMD diagnostic manuals. It was 
difficult to track precisely the diagnoses of individual residents 
anJ ex-residents during the 1970-1984 time period because of these 
changes. We had to limit the diagnostic descriptors to the general 
terms mild, moderate, severe, or profound. In addition, it seemed 
that the level of dis^ility assigned to a particular iiv3ividual was 
occasionally independoit of IQ score. That is, different clinicians 
referre3 to a .person as moderately or severely retarded at differ^t 
po cs in time e^/en though there was no new assessmait of intellectual 
functioning to verify those judgments r this forced us to rely solely 
on IQ level, and code retardation level according to AA^D starv3ards. 

possiblity for detecting developmental change was therefore 
limited. Ihe problem was exacerbated by infrequent reassessment 
during the preiod of institutionalization, particularly in thi 
earlier part of th:i • ,'^70s . 

A final measurement problem was revealed when we conpared 
written data contained in the clinical records with the oral reports 
of -^t care staff. In the process of looking closely at a group 
of profoundly and multiply disabled children still living at the 
institution, it became clear that the written behavioral descriptions 
were deficit oriented. Ihis was due in part to the floor effect 
inherent in the instruments (and, to some degree^ inherent in the 
attitudes of clinical staff who believed that profoundly disable 
child sinply was not capable of manifesting mutch behavior) . When 
direct care staff were asked to describe the abilities and 
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limitations of the residents, they inade an effort to focus on 
positive attributes and eirerging, albeit subtle, skills. And 
several staff eirphasized to use their concern that the clinicians who 
conducted formal assessments were not familiar with the residents ard 
the progress they were making. 

These threats to validity related to history and neasurement 
required the use of imltiple sources of data for each subject. 
Institutional records, direct care staff, family members, and 
caraiunity-4Dased managers were each used as data sources for a 
particular person, resulting in a more conplete and reliable picture. 
VJhen conflicting data emerged, it was necessary to follow three basic 
rules. First, we relied on written records rather thai oral recall. 
Ihis ^vproach was not trouble-free, but it did lead to greater 
consistency when looking at large amounts of data for large numbers 
of people. Second, we reliaa on those people who were closest to 
the individual si±)ject and who had known him or her o/er the longest 
period of time. Sometimes these people were family menbers, 
scstietim^s case managers, and tJometirres direct service providers 
(te-jichers, therapists, group home cainselors) • Finally, we us©3 
nultiple data sources to corroborate each other. Because each data 
source had its own inherent weaknesses (memory, bias, inconplete 
*^';jco.-: professional bias, etc,), none was a conplete swrce by 
itself.. In the end, we vere forced to make judgm^ts about who or 
what to believe, Atcenpts to corroborate through nultiple sources 
led to greater confidence that those judgments were correct. 
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case SUdies 

The ot±er means of obtaining data was the use of case studies • 
In order to better understand the process of comnunity pla:::einsnt, 
four cases were chosen from amor^ those individuals who left LSS 
v^ilt. ^ill children. One of these cases involves a young woman who 
was first placed during the tine of the study, allowing us to observe 
firsthand the transition from institutional to conmunity setting. 
The other cases were of one individual still below 21 and two who 
are now young adults. 

Individuals chosen for the case studies reflect a raige of 
retardation levels from mild to profound and a range of functional 
abilities from severely behaviorally disordered to severely 
physically disabled to corrplete independent functioning. Family 
circumstances vary as well. Olhe cases were not chosen to be 
representative of all 68 individuals who left LSS as children. Father, 
they were selected because they reflect a variety of positive and 
negative circumstances that can occur in the COTmunity placemsnt 
process. In two of the cases, the placements were successful and 
involved few crises or major probleriis. In the other two, placeimnts 
were not conpletely successful, and several crises occurred 'Ixat 
serve to illustrate the conplex process of deinstitutionalization. 

Methods for conducting the case studies included record reviews, 
interviews with parents and service providers, observations of each 
individual in residential and educational settings, and an interview 
of one of the individuals who had been diagnosed mildly retarded. 
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For the parent and service provider interviews, non-scheduled 
protocols were used in which a ccnunon set of guiding questions were 
asked bat the parents were free to conment on all aspects of their 
son's or daughter's experiences. In addition to the qualitative 
data gathered in this iPr?janer, the more standardized, quantitative 
data collected for all subjects were available for the four case 
study subjects, providing a conplete picture of their backgrourd 
and experiences. 

To sununarize, the methodology used in this study incorporated 
Kwltiple measures of comnunitization outcomes. We traced the 
sequence of residences and educational services obtained before and 
after a child's residency at LSS. The pre- institutional data were 
obtained from parents and therefore are subject to the frailties of 
hunian memory. Post-institutional data cams from pareiits, service 
providers, comnunity records ondf to some extejit, from institutional 
records (with regard to irrtiitutional experiences aa3 trial comnunity 
placements) . 



78 



Ch^ter Five 

Characteristics of the Children and Their Families 

The sanples involved in this study vvere drawn from the population 
of Laconia State School residents who were born on or after January 
1, 1949 and whose period of residence fell between January 1, 1970 and 
June 30, 1985. The prinary sanple of interest included those whose 
first placement in the comnunity also fell within this period and 
before the resident's 21st birthday. This group is referr^ to as 
Population Che (n=:68) . For conparative purposes, a similar sanple 
was drawn from this age cohort, differing only in that this second 
group was not placed in the cOTimnity before their 21st birthday, 
Ihis group is referred to as Population TWo (n=:110) . 

From Table 5.1, it can be seen that a major differerce between 
the two groups is their year of admission to LSS* Though they 
Altered the institution at about the same age, the people in 
Population Two entered five years earlier; they are, on average, an 
older cohort. This places Population Two in an historically somewhat 
earlier period vis-a-vis the trend toward deinstitutionalization. 

Table 5,2 shows the distributiais of diagnoses for mental 
retardation at two points during residence at LSS for esch 
population. In general. Population Two is conprised of persons 
diagnosed as severely or profoundly retarded (86,3%), whereas 
Population Che tended to be diagnosed as moderately to severely 
retarded (57.4%) when first assessed (t=-2,69,<.01; df =176) . 
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Table 5.1 

Sex and Age Characteristics of Populations One and Two 



Mean Age at 
At First Community 

Admission Plscem'^nt 



Sex Mean Age Median Year Range 



Population 1 5656 male 8.2 1970 1958-1979 13.0 

Hk% female 



Population 2 6656 male 7.9 1965 195U-1976 24. 0 

3^% female 



Table 5.2 

Percentages of Mental Retardation Diagnoses for Each Population 



Diagnosis. At Admission* 

Borderline Mild Moderate Severe Profound Unspecified 

Population 1 5.9 7.'. 22.1 35.3 22.1 1 ,k 

(n=68) 

Population 2 12.7 5^.5 31.8 0.9 

(n=110) 

*(t=-2.69<.01; df=176) 

Diagnosis Closest to Placement or 21st Birthd a/ 

Population 1 5.1 28.2 25. b 53.' 2.6 

(n=39) 

Population 2 1.0 - 12.U 30.5 56.2 

(n=105) 
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We culled the t^ords foi: a second diagnosis closest to the 
first camnunity placement for Population Qie and closet to the 21st 
birthday of Population Two, (Since Population IWo people were still 
in the institution, for conparative purposes, the 21st birthday was 
chosen as a reasonable cut-off point at which they would have still 
been eligible for child-related services hai they been placed in the 
comnunityO The relative difference in the diagnoses of the two 
populations remained constant between the ifirst and second diagnoses. 
However, members of Population Two were nore likely to be diagnosed 
as profaandly retarder' at the time of their 21st birthday, coitpared 
to their diagnoses at admission • 

Behavioral and Medical Chiaracteri^tics 

Table 5»3 coirpares the tw jjcnulations on a number of 
behavioral and medical chacterisrics identified in the literature 
to be particularly salient with regard to comnunitization. For 
the nost part, the groupn were similar, Oer two-thirds of e3::h 
population were able to walk with little or no difficulty, and 
were able to feed and dress themselves with little or no assistance. 
Less than half of each group showed cccasional or frequent agression 
toward others. 



Table 5.3 

Behavioral and Medic:al Characteristics 

Population One Population Two 

n=68 n=110 p 



Behavioral Characteristics 
little oc no difficulty walking 

speech easily understood or slightly 
difficulty to understand 

dresses independently or with help 

feeds self independently 

toilets independently 

never or rarely aggressive 

interacts with others spontaneously 
or with eicouragement 

extreme unresponsiveness 

stereotypical behavior 

some writing skills 

some reading skills 

Med ical Characteristics 
cerebral palsy 

significant sensory loss 

one or more major 
medical conditions 



% % 

(n) (n) 

76.5 80.6 

(52) (83) 

41.2 2L.:'» <.03 
(28) (28) 

67.6 66.1 

(46) (72) 

73.5 73.6 

(50) (81) 

52.9 44.5 <.20 

(36) (49) 

50.7 53.2 
(34) (58) 

78.5 67.3 <.10 

(51) (70) 

16.6 28.1 <.01 
(11) (31) 

35.3 44.1 <.04 
(23) (48) 

29.4 14.5 <.01 
(20) (16) 

19.1 9.1 <.02 

(13) (10) 



23.5 30.5 

(16) (33) 

27.9 27.2 

(19) (30) 

26.5 45.5 <.03 

(21) (50) 
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Where the populations showed differences bordering on 
statistical significance were with regard to toileting (p<,20) and 
in social interaction (p<,10) • With regard to reading and writing, 
stereotypical behacvior (e.g., non-purposeful handwaving) arri 
unresponsiveness. Population Oie was, on the whole, rated more 
positively* 

Of Population One, 41,2% were evaluated as having intelligible 
speech. In contrast, only 25.9% of Population Two were evaluated as 
ha/ing intelligible speech (p<.03) • The rest of both populations 
showed severe inpairnoit or no speech* 

About 24% of Population One and 31% of Population Two were 
diagnosed as having cerebral palsy. Cnly ^out 27% of each group 
showed significant sensory (auditory and/or visual) loss. 

Although parents did not present medical problems as a chief 
concern when applying for their child's admission, about 27% of 
Population Cne and 46% of Population Two had one or more major 
medical conditions (e.g., scoliosis). These differences were 
statistically significant at the .03 level (t=2.24; df=143) . 

Data regarding diagnoses, beha/ioral, and medical 
characteristics thus indicate that Population Two, those who 
remained at LSS into adulthood, were significantly mDre inpaired 
intellectually, conmunicatively , and socially than Population Qie. 
There were relatively few differences with respect to such major 
physical characteristics as mobility, self -care skills, and sensory 
abilities. 
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Cohort Differences 

Population C*ie was divided into five time cohorts according to 
the year in \^ich they first returned to the comirunity for a period 
of at least 21 days. This was done in order to detect any changes 
in delivery of services that occurred over the 1970-1985 period and 
to assess whether or not these changes were related to changes in 
the sairple with regard to such factors as diagnoses, medical aM 
behavioral difficulties and familial socioeconomic background. 

Having already noted that the distinguishing characteristics 
bebveen the two populations had to do with diagnoses, level of speech 
inpairment and nuirber and severity of major medical conditions, it 
seemed reasonable to examine these characteristics amonc,' the five 
cohorts of Peculation Cne, 

O/er the five 3-year periodL^;, the trend appears to ha/e been 
that those persons placed in the comnunity were increasingly more 
severely retarded. Table 5.4 shows that though each succeeding 
cohort was more developmentally disabled than the previous one, its 
menbers were nevertheless placed in the comnunity. For exairple, the 
first cohort (placed in the cOTmunity before 1972) spanned the full 
raige of diagnostic categories from borderline (17,4%) to profoun3 
(17.4%) with the greatest number falling in the moderate range 
(26.1%) , In the two most recent cohorts, where placement occurred 
after 1978, the range spanned mild to profound with the largest 
clustering occurring in the severe cat^ory. 
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Table 5.4 

Coiramity Placement by First Diagnosis 



Year of Placement 

Level of 



Retardation* 


1970-72 


73-75 


7 $-79 


79-81 


82-85 


Itital 


Borderline 


4 


0 


0 


0 


0 


4 


HQ 7U-OD) 


17.4 


.0 


.0 


.0 


.0 


6.0 


Mild 


2 


2 


0 


0 


1 


5 




P "7 
O. / 


ICO 


.U 


n 
• U 


O.J 


/ 


Modeiratp 


g 


X 


g 


9 


n 
u 




(IQ 36-54) 


26.1 


9.1 


42.9 


28.6 


.0 


22.4 


Severe 


5 


5 


4 


3 


6 


23 


(IQ 20-35) 


21.7 


45.5 


28.6 


42.9 


50.0 


34.3 


Profound (IQ less 


4 


1 


3 


2 


5 


15 


than 20) 


17.4 


9.1 


21.4 


28.6 


41.7 


22.4 


IBispecified Degree 


2 


2 


1 


0 


0 


5 




8.7 


18.2 


7.1 


.0 


.0 


7.5 


n = 


23 


11 


14 


7 


12 


67 


*Chi-Sq = 26.411 


Sig = .153 


DF = 20 











Note: Each cell shows the nuirfcer of persons with column percentage. 
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Up until 1981, over 70% of the four colder ts did not suffer from 
any major medical condition* However, after 1982, two- thirds of 
those childrai who left suffered from one or more major medical 
conditions. 

With regard to speech iirpairment and anbulation, analysis 
revealed no statistically significant differences within 
Popi.ilation One across cohorts. However, the 1982-85 cohort did 
show an indication of greater speech and mobility inpairments than 
previous cohorts. Most of this recently placed cohort had no 
intelligible speech (83.4%) and half had no indeperx3ent mobility (50.2%). 

Peasons for Mmission 

In order to discern possible differences between the two 
populations with regard to circumstances of admission, we examined 
the LSS records for details on who made the initial request for 
admission. Table 5.5 shows that requests for admissions were 
initiated, for the most part, by parents with auxiliary assistance 
frOTi the children's physicians and scx:ial workers. The data irx3icate 
that social workers were more active in the admission process with 
meirbers of Pcpulatioa Oie than with those of Peculation Two. 

That parents should be the initiators of their children's 
admission is not particularly surprising, since 83.8% of 
Population One children lived at home at the tine of aJmission; the 
remainder lived with foster parents (5.9%) or in other residential 
treatment centers (10.3%) just prior to Emission. For Population 
Two, 78% lived with their natural parents, 11% with foster parents, 
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Table 5.5 



Requests for Admission Initiated by 
Paraits, Physiciais and Social Workers 



Parents MP MSW* 



Population 1 86.8% 36.8% 36.8% 

(n=59) (n=25) (n=25) 



Population 2 78.7% 36.1% 14.8% 

(n=85) (n=39) (n=16) 



*p<.002 
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and the rest in other facilities such as treatment centers, special 
schools or rrental hospitals just prior to admission to the State 
School. 

Table 5.6 shows the reasons for admission to Laconia State 
School iidicated on the intake forire in each subject's LSS clinical 
record. Ihe percentages do not add up to 100% because as many itene 
as are applicable were selected. Ihe i^ st common reasons for 
admission were behavior problems, family problems, the deletion 
of the mother's coping resources, and unavailability of local school 
cr residential programs. Where the two populations differed 
significantly wre in three particular areas: behavior problems, 
other siblings being affected, and child abuse or n^lect. Of 
Population Qie, 61.8% of the families conplained chiefly about 
beh^ior problems, whereas 31.5% of Population Two parents sought 
admission becaise of their children's extreme behavior problems. 
Child abuse and/or neglect was suspected by admitting staff at the 
State School to a greater degree for families of Peculation Che 
than Population Two. 

These findings are consistent with the assunption that less 
severely retarded and physicallly inpaired children are more 
difficult to care for because they are more enable of emitting 
problem behaviors that are viewed as destructive, oppositional or 
disruptive. A higher frequency of such behaviors would also be 
expected to correlate with a higher incidence of abuse. 
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Table 5.6 
Reasons for Admission 



Population 
1 2 

Reason (n=68) (n=1lO) 



Behavior problems 


61 .8 


31 .5 


Medical problems 


14.7 


9.3 


Legal problems 




0.9 


Recominended by LEA team 


4.4 


0.0 


Other residence unavailable 


16.2 


20.4 


Local education unavailable 


23.5 


18.5 


Child dangerous to self or others 


17.6 


12.0 


Family financial problems 


14.7 


6.5 


Recommended by LSS staff 


19.1 


21.3 


Diagnostic placement 


16.2 


9.3 


Mother *s coping depleted 


36.8 


37.0 


Family stress 


26.5 


22.2 


Respite care unavailable 


10.3 


5.6 


Other siblings affected 


10.3 


24.1 


Child abuse/neglect 


13.2 


3.7 
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In 37% of each group, clinical records showed that parents 
requested admission of tiieir child because the nother's coping 
resaarces were depleted. Yet the nea3 for respite care was reportea 
in only seven records in Population Che (10.3%) and six records in 
Population Two (5.6%) . This may pc-j^.^ibly be related to the 
historical context of this concept and to the policy in practice at 
Loconia State School at the tine. As one mother related to us in an 
in-depth interview: 



(Laconia State School] had a respite program. . .You 
could have 30 days a year but it was a one-shot deal. 
And I thought. . .who wants to take their kid and dunp 
him at the state School for 30 days? God, I'd've 
given my eye-teeth for 30 days but I hated to leave 
her there. If you only took an hour or a d^ and 
that was all you wanted, that was it for a whole year! 
You couldn't split it up. ..So we didn't use it. 
. . .you just don 't take a kid that lives at home and 
put 'em in an institution for 30 d^! ...I didn't 
need 30 days at one shot. 



Another precipitating circumstaice was the effect of the 
handicapped child upon his/her siblings; 24.1% (n=26) of the parents 
of Population OWo conplained that other siblings were affected 
whereas only 10.3% of Population Qie made this conplaint (p<.014) . 

What is particularly noteworthy with regard to circumstances of 
admission, is that medical problems were not a chief conplaint of 
either population. 
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Residence at Tj.itB of Admission 

The service delivery system for mentally retarded people is 
divided into 12 regional catchmait areas. Generally speaking. 
Population One members tended to live in Regions 3, 7, and 10, i.e., 
areas aroind Laconia, Manchester, Derry, Salem, and Plaistow. Ihese 
regions comprise the central and scuthwestem regions of the state. 
Population Two tended to come from the northern, west ard southwestern 
r^ions, around the towns of Littleton, Bethlehen, Whitef ield (Region 
1) , Keaie, Greenfield, Peterborough (Region 7), Manchester (Region 5) 
and Nashua (Region 6). These differences are consistent with the 
historical development of the case management system. Children 
appear irore likely to have left LSS if they initially came from a 
region in which case management was available at an earlier point 
in tims. 

We could not determine the region into which menbers of 
Population Qie were placed, particularly in the early arx3 mad-1970s. 
In general, it is safe to assume that Population One menbers were 
returned to their original comminities of residence at the tine of 
their first placement out of the institution. This would be 
particularly true in the period after 1978 when return to the 
"comnunity of origin" became a regulatory policy. 

Family Characteristics 

The data for describing the characteristics of participating 
families in Population Che were obtained through the conbined reports 
of parents, case managers and service providers, and review of the 
Laconia State School records, when there were discr fancies among 
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these sources r we favored parents' reports except in instances of 
chronological inforiration, when we gave written dcxsummts greater 
credence than human remory. For exanple, the occupation the father 
r^orted to the intake worker at the time of his child's admission to 
Laconia State School deemed irore accurate than the father's recall 
in an interview with one of our field researchers in the present. 

Practical constraints required us to select a random sanple of 
Population Two in oxrder to conpare family characteristics of the two 
populations. Sanpling procedures consisted of developing an 
alphabetical list of children in Population Two whose parents haS 
retained custodial or guardianship rights or vtho had remained closely 
involved in their children's lives. Population Two members with public 
guardians, non-related guardians, or who had no on-going contact with 
their parents were not included in this pool of paroit interviews. 
This prcx^ess generated a list of 55 potential families. By selecting 
every third name on the list, a random sairple of eighteen families 
was drawn. Seven additional families were included who had come to 
us desiring to be interviewed, resulting in a random sanple somewhat 
contaminated by self-selection. If a family was unavailable to be 
interviewed, the next fanily on the Population Two list was contacted. 

These 25 Population TWo families were interviewed using a 
standard parait interview schedule. The questiais were identical to 
those we asked of Population One except with r^ard to comirunity 
placement and discharge, Questicms about services and placenent 
were omitted since placement for this group would have occurred 
after the individual's 21st birthday. 
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Soc^oegonomic Status . The Nam-Powers Socioeconomic Status Score 
based on the 1970 U.S. Census was used to obtain a insasure of 
socioeconcxnic status for the populations (Miller, 1983:290-300) . 
Fathers' and mothers • occupations at the time of admission and at the 
time of first comiiunity placenent or (in the case of Population Two) 
•at the 21st birthday were obtained and then assigned tlie appropriate 
Nam-Powers Score. Mothers' work profiles differed dramatically from 
those of fathers • During their childrra's admission and first 
conmunit/ placenent, few mothers were engaged in gainful enployment. 
Therefore, in order to get a picture of their occupational status, 
it was necessary to look at their enployment before marriage and 
their most recent occupation. 

In cases where a particular occupation did not ^pear on the 
Census list of occupations, the Hollingshead 's Two Factor Index was 
used and the relative position of the occupation was interpolated. 
In some cases anbiguity necessitated the datum be coded missing; in 
cases of retirement or unenployment^ no score was assigned and was 
coded not applicable • In general terms, the Nam-Powers Status Score 
ranges from 1 to 100 and can be divided, for practical understanding, 
into the categories shown in Table 5.7 • 

Generally, both populations can be considered an upwardly mobile 
group. By conparing the father's occupation at the time of his 
child's admission with his occupation at the time of the child's 
first community placement, we found that occupation scores rose. The 
average Nam-Powers score increased 7.0 points for Population One and 
1.9 points for Population Two. 
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Table 5.7 

Socioeconanic Characteristics 
of Populations C*ie and Two 



Nam-Powers Occupational Score 
Father's Score Mother's Score 



Population 



Admission* 



First Placement/ 
21st Birthday 



Before 
Marriage 



Most 
Recent 



One 



n=63 
45.3 
SD=26.3 



n=50 
52.3 
SD=25.2 



n=50 
42.1 
33=27.8 



n=48 
42.9 
33=28.2 



TV) 



n=24 
58.6 
93=21 



n=ll 
60.5 
£D=23.8 



n=21 
49.3 
SD=21.3 



n=24 
51.0 
33=26.7 



*t=2.21; df=85; p<.03 



Key to Nam-Powers Status Scores 
Nam-Powers Status _&;ores Category 



1 
25 
50 
76 



24 
49 

75 
100 



Laborer: babysitter, dishwasher, factory worker 
Semi-skilled: truckers, carpoiters, cashiers 
Skilled: sales personnel, clerical workers 
Professional: teachers, accountonts, technical 
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Since the nunber of nothers working at the tiire of their child's 
ac3inission or at placement were few, we considered their scores before 
marriage and their most recent occupation as a means of coirparing the 
mother's contribution to the family's status. Consistent with 
husbands' scores, wives oi: Population Two, on the average, h<d higher 
scores than did wives of Population Che. 

Parents in the two populations generally held semi-skilled or 
skilled jobs. Population Qie parents held lower status, less skilled 
jobs than did Population IWo parents. 

B3ucation . The majority of Population Qie parents (63.0% of fathers 
and 79.7% of mothers) conpleted high school but received no 
additional formal education. A very few parents in this group (1.5% 
of fathers and 4.7% of nothers) coitpleted college. Population Two 
paraits were more likely to continue their education beyond high 
school, with 16.7% of fathers and 4.0% of mothers graduating from 
college. Fathers tended to have some^^at more education than mothers 
in both groups. These data are consistent with the previous finding 
that Population Two parents received higher Nam-Powers scores (i.e., 
held higher status jobs) . Both the socioeconomic data and 
educational achievement data support the notion that the families 
of the childroi in this study generally belonged to lower and middle 
income groups. Population Qie children were more likely to belong 
to lower income families, whereas Population Two children belor^ed 
to middle income families, and thas were more representative of the 
general population. 
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We should note that we attempt a3 to gather specific family 
income data frora parents to more precisely assign socioeconomic 
statas and conpare our subject families to the general population, 
Howevf .r, problems related to memory, resistance to disclose such 
information, and the historical influence of inflation resulted in 
a judgment that such data were not reliable. 

Religion . Of the 56 Population One families who answered our 
questions about religion, only one family said they had no religious 
affiliation; 50% of the families identified themselves as Roman 
Catholic v*iile the rest identified with a specific Q^t of 
Protestantism (Congregational, B^tist, and Evangelical conprising 
the largest groups), Vfe asked^ "How iitportait is your religion to 
you?" and about frequency of church attendance. To the first 
question, 65,5% (n=38) responded that their faith was either very 
or extremely inportait. Of the sanple, 32.8% r^orted attending 
services once a week and 8,6% reported attending two or more times 
a week, Ihe majority (51,8%) attend a few tiines or less per year. 

Population IWo was conprised of 33,3% Roman Catholics, and 37.5% 
Protestants (Congregational and Methcdist being the larg^t sects 
represented). Six persons (about 25%) reported affiliation with 
smaller Protestant sects such as Sev^th Day Mventist, or sinply 
"Bom Again Christian"; one person was affiliated with Judaism. 
Two- thirds of Population Two stated that their religion was very or 
extreniely inportait, with 41,7% attending services at least once a 
wedc and 37,5% attendiiig only a few times or less a year. 
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Race gnd Ethnic ity > As is typical of New Hairpshire, the families 
v^re racially homogeneous. Seventy-four percent and 15.5% of 
Population Che considered theniselves Viiite Airericcns or of French 
Canadian or French origin, respectively. Population Two consisted of 
70,8% Wiite Americaas with another 20.9% claiming French Canadian or 
French identification. The remaining groups in both populations were 
White with various native American or European ethnic origins^ There 
were no black families. 

Family Size . The average household for both populations was 
conprised of two natural parents, the child in our study, and three 
other siblings. Of the 58 Peculation Qie families we interviewed, 
twelve reported that they had at least one other developmen tally 
disabled child in addition to the one in our study. There were three 
families v*io had 2, 3, and 4 disabled children, respectively, in 
addition to the one in our study. Of the subsairple of Peculation Two 
families (valid n=24) , two parents reported they had one other 
disabled child who also went to LSS. 

In sum, then, cxar participating families typically consisted of 
two natural parents, four children, one of whom was developmen tally 
disabled and had spent several years at Laconia State School. Ihe 
families were of Western European stock, of average education, 
upwardly mobile, with fairly strong religious ideals. 



Ui 



97 

Sairple Characteristics and Selection Bias 

Due to the nature of sairple selection described in Ch^ter 
Three, we cannot claim that the inen±)ers of either Populations Che or 
Two are r^resentative of the total group of children who lived at 
Laconia State School between 1970 and 1985. Based on the high rate 
of outdated addresses, it would seem that the childr^ we were 
unable to locate lived in relatively tr^si^t families. Because 
these children did not surface when we "networked" the parent 
organizations, service providers, arx3 public guardians, we assume 
they are either no longer living in New Hanpshire or are not 
participating in the service delivery system for developmen tally 
disabled children aiv3 adults. To the extent that the latter option 
is true, the missint^ ises are likely to be less iirpaired (and 
therefore less in need of services) than those we did locate. 
These missing individuals may well be "passing" in society as normal 
citizens with successful jobs and families. Cn the other hand, if 
they sinply moved out of state, this is consistent with the notion 
of traisiency. A third explanation is that some of these 
individuals are in segregated human service systems that we did 
not directly investigate (e.g., prisons, nursing homes). 

It is inpossible to know how the people we did not find are 
similar to or different from those we did locate. Our best guess 
is that these missing cases lived in relatively transient homes, 
did not lea/e behind any record of vAierre they na/ed, were unable 
to understand our consait letters if they actually received them, 
and were relatively enable of ind^endent functioning. We interpret 
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these characteristics to nean that those we located are generally 
from more st^le families that could understand our request for 
subjects and are probably nore disabled than those we did not 
locate, Ihe patterns of traisiency and lack of response to the 
consent letter may reflect a less educated and lower income group. 
Therefore our best guess as to the direction of bias in cur sanple 
(Peculation Qie) is that it is some\^at more iirpaired and from a 
relatively higher SES group than would be true for the total group 
of children who left during this time period. 
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In this chapter, we will describe the places that children lived 
after they left LSS, how often th^ moved from one place to another, 
the kinds of services they received in local ccmimnities (other than 
educational, which will be described in Chepter Seven) and the 
differences in residential arrangeinents associated with the year 
in which childrai left the institution. 

T ype and Stability of Residaitial Placements 

When children leave a public residential facility such as LSS, 
th^ either return to the family homes from viiich th^ were 
originally placed, the home of a foster or adoptive parent, a group 
home, another institutional setting, or sane other facility. The 
few studies that have examined this variable in other areas of the 
country ha/e found that the percentage of childr^ who return to 
live with their natural families varies from 6«6 percent (Seltzer & 
Kraass, 1984) to 59 percent (W^mgaarden & Gollay, 1976) . Table 6.1 
indicates the types of residential placements fourxJ in the present 
study and the two other najor studies that included childrei. As can 
be seen, just under half of our sanple (46.3%) returned to live with 
their natural families when they first left LSS, In general, cxar 
findings are more similar to wyngaarden arid Gollay's (1976) than 
Seltzer and Krauss' (1984) more recent work (both of these coitpariscxi 
studies were based on data from the state of Massachusetts) • T^le 
6.2 indicates the specific breakdowns of residential placements for 
our sanple of 68 children. 
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Qi the average, children remained at their first comnunity 
placeniHit for 3.4 years , although the actual length of stay varied 
widely from one week to 14 years (s.d.s3.9 years) • i^proxiirately one- 
fourth (25.4%) of the initial placements lasted less than six mwiths. 
Just urder one-half (46i^3%) were less thai one year in length. 
Slightly wer one-quarter (26.8%) of the placements renained constait 
betweoi one and fcxir years. Seven of the initial placements (10.4%) 
lasted over ten years. Although the nunfcer of subjects is too small 
to allow statistically defensible statenents, it ^pears that children 
who left LSS early in the period of investigation (1970-1972) arri 
during the period of litigation at LSS (1979-19SL) stayed in their 
initial placeitents for shorter periods of time than those who left 
during other periods. 

Twenty-one childrai, or 31.3 percent of the sairple, returned 
to LSS from their first comnunity placeitmt. The reason for these 
failures in comnunity placement, in the order of frequency with which 



they v^re cited # iiX2lude: 

Child's behavior was too extrone 65 % 

Parents requested the return 60 
Social support services were not available 30 

Crisis occurred in the residence 20 

Mar it -"1 problene in the residence 14.3 

Jj). .:;ient finances in the residence 10 

Qhi'Jy* '5 ncdical needs were too extreme 5 
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Table 6.1 



Comparison of Children's Residential Placement 
Outcomes from Three Studies 



Invest igators 



Type of Placement 



Natural Home 



Foster Care 



Group Home 



Other 



Wyngaarden 6 Gollay 
(1976) 



59% 



2]% 



15^ 



5% 



Seltzer & Krauss 
(I98i*) 



6.6^ 



93. V^' 



Mai lory & Herrick 
(1985) 



i6.n 



Foster care and group home percentages combined 
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The precentages indicate the frequency with which these reasons were 
cited by parents and service providers - Respondents could select as 
n©ny reasons as were ^propriate. 

When children returned to LSS from their first comnunity 
placeneitSr they remained at the institution for an average of 
1.5 years. 

Of the 68 children in our sairple, 34 (50%) moved at least once 
after their initial placement. Table 6.2 shows that these children 
were less likely to live with their natural families in the second 
placeneit and more likely to live in another residential institution 
(e.g., Crotched Mountain Rehabilitation Center, New Hanpshire 
Hospital, Cedarcrest) . Periods of residence at a second comnunity 
placement averted 3.6 years (s.d.=4.0) . Six children of the 34 who 
had a second placement returned to LSS from this placement (17.6%) . 
In these cases, extreme beh^ior problems were cited as the primary 
reason for the return, as was the case in returns after the first 
placements. Other reasc^ for return were cited very infrequently. 
Those children who returned to LSS after a second comnunity placem^t 
remained at the institution for an average of 2.1 years (s.d.=2.5). 

Of the 34 children who moved at least once after leading LSS, 
19 (55.9%) moved again (or, 19 out of the sanple of 68 [27.9%] moved 
two or more times after leaving LSS). Table 6.2 indicates that 
these chUdrai primarily lived with their natural families or in 
group or foster homes. The average length of stay in the third 
residence was 3.0 years (s.d.=53.4) . Only one child returned, to LSS 
from the third comminity placemi^t, due to behavior problems which 
local services were not csp^le of addressing. 
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Oily 6 children moved three or nore times after they left LSS 
(8.8% of the total sanple) . Although the numbers are too small to be 
reliable, it appears that placement with natural families diminish^ 
as children spend a greater length of time outside of the institution 
and use of group homes increases. Ttie a^/erage lergth of stay in the 
fourth residence was 3.75 years {s.d.=3.5)- No child returned to LSS 
during the fourth placement. 

It is interesting to note from Table 6.2 that very few children 
in our saitple lived in geriatric nursing homes after leaving LSS, 
relatively few lived in another institutional setting, adoptive care 
is rarely used for deinstitutionalized children, and four individuals 
lived independently for sOTie time. All the data in Table 6.2 are 
based on the e:5)eriences of sanple members before their 21st 
birthdays. 

Cht uract eristics of Residential Placements 

Size of _Residence . During the first comiiunity placement after 
deinstitutionalization, half of the children (50.8%) lived in a home 
or facility with four to six residents (ircluding the sanple child 
and all other childrea and adults present) . Almost a quarter of 
the children (23.7%) lived in a placement with 7 to 10 residents. 
Fair of the childroi (6.8%) lived in a facility v%'ith more than 15 
residaits. Nine of the children (15.3%) lived in a hone with only 
one to three residents. 

During the second placement, experienced by 34 menbers of the 
saiTple, fewer children lived in settings of four to six residents 
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Table 6.2 
Community Placement Types 



Type of Placement 

Fami ly Home 
Group Home 
Foster Home 

Residential Institution 
Adoptive Home 
Nursing Home 
Independent Living 
Other 



First Placement 
(n=68) 

n % 



31 
13 
12 
5 
1 
0 
0 
5 



\3.k 
17.9 

7.5 

1.5 

0 

0 

7.5 



Second Placement 
(n=3M 



8 
7 
5 
6 
1 
1 
2 
k 



23.5 
20.6 

17.6 
2.9 
2.9 
5.9 

11.8 



Third Placement 
(n=19) 

n % 



7 

3 
1 

0 
0 
2 
2 



36.8 
21.1 
15.8 
5.3 

0 
0 

10.5 
10.5 



Fourth Placei 
(n=6) 



1 
2 
0 
2 
0 
1 

0 
0 
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(25.0%) and settings of 7 to 10 r^idents (9.4%). More childran 
lived in small residences of one to three people (21.9%) and in 
large residences of more than 15 (43.8%). 

Children vere fairly es/enly distributed among residences of 
various sizes if th^ went to a third comnunity placement, with less 
reliance on large settings of tiore than 15 people (15.4%). However, 
for the six children vAio experienced a fourth placement, half were in 
facilities with more than 15 residents, one-third in settings of 4 to 
6 people, and the remaining child was in a small setting of less 
than 4 people. 

By way of conparisai, a 1979 survey conducted by the New 
Hanpshire Division of Mental Health/Developmental Services, referred 
to as "Search and Pird," determined that 49 of 116 (42.2%) previous 
residents of LSS were living in comimnity facilities with 9 or more 
residents. This survey included both children and aJults. 

j.x . During the first comimnity placement, of those children 
who did not live with their natural families, 10 children lived in 
settings v^ere all the other residents (except the staff) were below 
21 years old. An equal nunber (10) lived in facilities with some 
children and some adult residents. Five children lived in settings 
vAiere all the other residents were adults. Data on facility size 
were not available on the remaining 7 children. As children changed 
placements, there was greater reliance on adult -only facilities 
(50% of all children who had four or more placements lived in such 
settings), which probably reflects the fact that these children were 
close to adulthood themselves by this point in time. 
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Services. Received During Comnunity Plaqen^epts 

For each of the 68 children in our sanple, we assessed the 
type of services received after ccnoiunity placement, Ihe following 
discussion will be focused on services other than educational ones, 
vrtiich will be reviewed in the next chapter. Here the enphasis is 
on medicalr therapeutic, vocational, and social services. We also 
determined who paid for these comnunity services — the child's parents 
or sane other source. Table 6.3 indicates those services received 
during the first and second canirunity placements and who paid for 
them. Because the numbers are relatively small, information on 
services during the third and fourth community placements (n=19 and 
6, respectively) is not included here. 

Several conclusions may be drawn from Table 6.3. First, parents 
ha/e generally not been required to pay for the non-educational 
services their children received in the communities in which they 
were placed. Ihe major exertions are medical diagnoses, medication, 
special dietary prograns, and respite care during the first comnunity 
placement. By the time children mcved to a second comnunity 
placem^t, vtoich occurred for half of the sanple, parents paid for 
local services very infrequently. This means that the parents of the 
children in this sanple, who \^re from a relatively low socioeconanic 
group (see Chapter Five) , were not burdened with the additional 
responsibility of paying for services for their deinstitutionalized 
childr^, particularly if their childr^ experienced more thai one 
ccMTunity placement before their 21st birthday. 
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Table 6.3 

Community Services - Frequency and Payment 



Type of Service 



Med I ca 1 



Percent of Sample 
Receiving Service 

1st CP, , 2nd CP, , 



Percent of Parents . . 
Who Paid for Service^^^ 



Diagnosis 

Psychotropic Medication 

Nursing Care 

Special Diet 

Surgery 

Dental 

Therapeutic 

Occupational Therapy 
Speech and Language Therapy 
Physical Therapy 
Counsel ing 
Audiology 

Habi 1 i tati ve 

Day Habi 1 i tat ion 
Behavior Modification 
Adaptive Physical Education 
Recreation 

Social Services 

Case Management 
Publ ic Wei fare 
rarent Counseling/ 

Fami 1y Therapy 
Respite Care 
Transportat ion 

Vocational 



Prevocati onal Trainii _ 
Work Activity Program 
Sheltered Workshop 



69.8% 

27.0 

k^.3 

23.8 

15.8 

1A.2 



A7.6 
58.7 
36.5 
28.6 
31 .8 



A2.9 

33.3 
60.3 



52. k 
65.1 

3.'' -3 

20.7 
7A.6 



28.6 

9.5 
20. C 



75.0% 

1A.3 

50.0 

32.2 

10.7 

17.9 



35.7 
75.0 
25.0 
1A.3 
39.3 



kS.k 
50.0 
32.1 
53.6 



60.7 
53.6 

35.7 

21 .k 
82.1 



39.3 
10.7 
1A,3 



1st CP 



33.3% 
A7.1 

0 

13.3 
50.0 
55.6 



0 
0 

0 

0 

5.0 



0 
0 
0 
0 



0 
NA 



15. 
2.1 



0 
NA 
NA 



2nd CP 



14.3% 
0 



0 

11 . 

0 
0 



0 
0 
0 
0 
0 



1 



0 
0 

0 

6.7 



0 
NA 



0 

8.7 



0 
NA 
NA 



(a) 
(b) 



Includes out-of ^pocket and private insurance payments 

Data on services received by 5 children in first community placement 
and 6 children in second community placement not available 
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More than one-third of the childrai did not receive iredical 
diagnostic services during their first comnunity placements. 
Recalling that the average length of these initial pla::einents was 3.4 
years ^ this indicates that prevaative health care services v?ere not 
^aiJ.able for a considerable period of time to significant numbers 
of a peculation that we can assume was in need of routine medical 
care. The record inproved somewhat for those childroi who went 
on to a second placement, but the proportion receiving diagnostic 
services (approxinately thr<«e-fourths) still raises some concerns. 
Relatively few children received psychotropic medications (e.g., 
tranquilizers, barbituates, stinulants, antidepressants, etc.) during 
cotnnunity placemait. Although half of the parents initially bore 
the burden for paying for these drugs, all childrai receiving such 
medicatiais during their second placements did so without their 
parents having to foot the bill. 

Ihe percentage of childrai receiving dental care was strikingly 
low. Assuming that everyone requires at least annual prev^tative 
check-ups and routine prophylaxis, the merrbers of our aanple were at 
very high risk for undiagnosed and untreated dental problems. This 
finding raises questions of the availability of dental care for 
children with msntal retardation. 

Iherqpeutic services appeared to be available in lcx:al 
comnunities to most deinstitutionalized children. Our data do not 
allow us to determine the extait to which children in need of such 
services did or did not receive them. However, the most commonly 
utilized therepies for children with mental retardation were provided 
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to one-fourth to three-fourths of the saitple. Speech and language 
services vere provided most often, which is ^propriate given 
the nature of the population as described earlier. Hie fact that 
utilization of occupational and physical ther^ies declined during 
the secona comirunity placement may be cause for some concern. Ihe 
relatively low use of counseling services prob^ly iixiicates the 
lack of availability of 5?wh services rather than lack of need, 
particularly in light of &a finding that most ccromnity placement 
failures occurred due to extreme behavioral problems. 

Habilitative services v^re provided to one- third (in the case 
of ad^tive physical education) to three-fifths (recreation) of our 
sanple. Some of these services were provided in school settings, 
others in residential and vocational settings. Day h^ilitation is 
coniTDnly an adult-oriented service in New Hanpshire, but the otli€:r 
types of services listed here would be appropriate for childroi as 
well as adults. 

In the social services arena, we found that case management was 
provided at sone level to over half of the sanple. It is inport^t 
to point (XI t here that fornal case nanagement services were not 
instituted in New Hanpshire until the late 1970s, and it is only 
quite recently that such services ha^e been ma3a available statewide. 
During the period of inplementation of case managem^t, there was 
a gooa deal of confusion ever the eligibility of childroi for such 
services. Some regional area agencies chose to provide case 
manageinent to children; others chose not to. Of those childroi 
placed in comimnities since 1982, all have been assigned a case 
manager, ixx3icating increased availability of this inportant service. 
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Upon initial conurunity placement, about two-thirds of the sanple 
received some form of public assistance (e.g., Supplemental Security 
Income, Aid to the Permanently and Totally Disabled) • Given the low 
socioecononic status of their families, this assistance was probably 
a necessary means for comnunity survival. Because Medicaid 
eligibility in New Hanpshire is limited to those people who are 
receiving another major source of public assistance, this service 
is iitportait not only for eccxionic survival, but to attend to health 
needs as well. The fact that one-third of those in first comnunity 
placemeiits and almost one-half of those in second placements were 
not receiving public assistance may indicate that some childrei 
were not receiving the benefits to which they were entitled. This 
interpretation is supported by the earlier finding that a significant 
proportion of the sairple did not receive routine medical diagnostic 
and dental care. 

Support for families of deinstitutionalized childrei was also 
not widely utilized, either becaise it was not available, families 
did not choose to use it, or th&/ were not aware of its availability. 
In light of the high levels of stress associated with the physical 
and/or psychological reintegration of a child back into the family 
after a period of institutional residence, we would expect the need 
for counseling, ther^y, and respite care to be higher than the usage 
levels indicated in Table 6.3. Here again, as with case managenent, 
family support and raspite care are recent conponents of the service 
delivery system. Some area agencies have chosen not to p^ for 
respite care for clients under 21 years old, while others have. 
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Schools ha/e not taken up the sldc\ here. Parent counseling, which 
is identified as a related service ':.nder state and federal special 
education laiwr*^ is very rarely incorporated into Individual Education 
Plans. In general, families whose children have left LSS have 
received little psychological or emotional assistance from formal 
service providers. Ch^ter Eight will elaborate on these issues. 

Vocational training services were not widely used by the sairple 
of children we studied. This is not surprising given the age levels 
of the sanple and the fact that inost vocational oH^rtunities are 
ainied at an older population. There was sone decline in the use 
of sheltered workshops for those children who moved to a second 
comnunity placement. Prevocational training, which would be 
^propriate for most of the menbers of the sanple, was not provided 
to a large degree. Although the classification of services was a 
problem throughout the study, we also fourxa that vocational special 
education, vAiich could be the sana as prevocational training or 
sonething differ^t, depending on the informant, was used rarely by 
the members of the sanple (see Ch^ter Seven) . 

Effect og Time on Residentj.^ Placements 

In Ch^ter Five, the characteristics of the total sanple were 
described with respect to membership in various time cohorts. As 
indicated, the cohorts were created in order to understand the 
relationship of the date of gomimnity placement to the outcomes of 
placement. We assume that chiJdrai who left at different points in 
time during the period of investigation experienced different 
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residential and educational ciicumstances in their local comnunities . 
Public policies changed, the availability of services changed, and 
the technology for treating severely haidicapped children changed. 
Ihe research question of interest here is. Are these historical 
changes manifested in the types of residential placements e^^^erienced 
by children, and in other variables associated with placem^t? There 
is sate evidence that the consequences of comnunity pla:ement are 
subject to these historical factors. 

T ype of Contnunitv Placement . From the earlier discussion, we Know 
that 46.3% of the sanple lived with their natural families when th&/ 
first left LSS. Ihe large majority of this group left in the earlier 
years of the deinstitutionalization movement. For exairple, of the 31 
children who returned to their own homes, 45.2% left LSS between 1970 
and 1972. Qily three childrei (9.7%) who were placed with their own 
families left ISS in the period after 1978. Of the 12 children who 
were placed in a foster home, only one left LSS after 1978. Cn the 
other hand, of the 13 children placed in a group home, almost all 
(84.6%) left LSS between 1979 and 1985. TJhus, children who left LSS 
in the period of nost rapid change in social policy were less likely 
to return to their natural homes or be placed in foster care and more 
likely to be placed in a group home. Two factors contribute to this 
finding. First, children who left in recent years were more severely 
handicapped than those who left earlier. Their more int^se 
treatment and management needs may ha/e ectei to decrease the ability 
of families, either natural or foster, to provide care within a 
normal setting, in addition, the availability of group homes 
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increased significantly during this period, creating more options 
for families than existed in the earlier part of the decaJe. 

Length of Stay . Although the average length of stay in the first 
conumnity residence was 3,4 years, alnost half of the total sanple 
(46.3%) reirained at their first placenent less than oie year. 
Initial placements of less thai one year were experienced niore often 
by those who left after 1978 (57.9% of all children who left after 
1978) than those who left tpetween 1970 and 1978 (41.6%) • Caution in 
interpreting these data is inportait. Shorter periods of residential 
stay for those who ha/e left more recently are in pca-t due to the 
shorter time since placenent, not necessarily due to a less stable 
pattern of placements in recent years. Cti the other hand, increased 
availability of placement options in recent years may create greater 
movement from one placement to another until the nost appropriate 
alternative is found. Ihe data do not support this second hypothesis 
because only 2 mentors of our sanple who left LSS since 1978 hst/e had 
a second commanity placement. In general, there is little difference 
in length of stay at comminity placements across the various time 
cohorts, when the period of time between initial placement and the 
present is taken into account. 

Size of Commanity Residence . Size of residence seens to have 
a greater association with tine of placement thai the preceding 
variable. Of those children placed prior to 1979, 75 percent went 
a home or facility with six or fewer residents. Qi the other hand, 
only 47.4 percent of thDse placed in 1979 or later went to a 
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conparably sized residence. Ihe reniainder, 52,6 percent, went into 
a facility with 7 or mora residents. Three children r or 15*8 percent 
of those who left since 1978, were placed in residences with 11 or 
more others; and an equal nunber wait into homes with fewer than four 
residents. Childroi v*o left over the past six years were more 
likely to enter into placeman ts with more than 6 residents; children 
who left between 1970 and 1979 w*3re more likely to be placed in 
facilities with six or fewer residents. 

Rates of Return . Ihe o/erall frequency of unsuccessful 
comnunity placements resulting in returns to LSS was 31.3 percent for 
the sanple. Hare we can see a drairatic change associated with time. 
Of the 21 children whose placements failed, 90.5 percent (n=19) left 
LSS for the first time prior to 1979. Cnly 2 children (9.5%) in cxar 
sanple who left between 1979 and 1985 returned to LSS after a period 
of caramnity residency. The highest period of returns occurred in the 
1976-1978 period, when an equal number of placements and returns took 
place. Ihe lowest period of returns is the most recent, when only 
one out of twelve of the children we have followed since 1982 has 
returned to LSS. If we examine returns from a second comimnity 
placement, the pattern is equally strong. All returns to LSS from 
the second placenent occurred in the period prior to 1979. 

Commanity Services . Table 6.4 presents information on 
services received by childroi who left LSS before and after 1978. 
Statistically signif icait differences, based on chi-square analyses, 
are found for psychotropic medication, occupational therapy, speech 
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and language tlier^y, physical therepy, and case nenagement. 
Increased use of psychotropic medication is due in part to the 
increased level of disability and presence of other medical 
conditions, such as seizure disorders, in the grcup of children 
who left the institution in more recent years, 

%e three ther^ies commonly provided in schools and comnunity 
agencies all increased considerably, to the point whero three-fourths 
or more of the group who left after 1978 received such services, 
i^ain, this is due in part to the lower functional abilities of the 
children who left. In addition, the availability of such services 
has ijx:r eased notably in recent years in New Hairpshire. 

As would be expected given the earlier ccmiiEnt on the 
developnent of case management in local comnunities, far more 
children received this service if they left after 1978, However, 
a few children who left in recent years still were without a case 
manager. Their severe levels of disability, the likelihood that 
tiiey would not live at home, and the sparcity of alternative living 
arrangemiHits gppropriate for children are factors that make the 
provision of case management a critical issue for this group, 

Otiier service areas, ii>2luded in Table 6,4 but not described 
here, did not snow statistically significant differerces for the two 
tiine cohorts, In two areas — vocational training and family support, 
including respite care — this creates some concern, Prevocational 
training, including vocational special aSucation, would seem to be 
an inportant service for the sairple, especially because nr st of the 
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Table 6.^ 

Frequency of Selected Services 
Pre- and Post-1978 



Percent of Sample Who Received Service 

Initial PI acemen t Initial Pi acemen t Leve 1 of 

T7pe L ' - vice 1970-1978 (n=^^) 1979-1985 (n=19) Significance 



Medical Diagno. . - 


63.6^ 


8^.3% 


ns(-) 


Psychotropic Medication 


18.2 


kl.k 


x2=7.Z»,df=2,p=.024 


Occupational Therapy 


31 .8 


Zk.l 


x2=12.6,df=l ,p=.000 


Speech and Language Therapy 


hl.l 


Zk.l 


x2=5.9,df=l ,p=.015 


Physical Therapy 


20.5 


73.7 


x2=li».0,df=l ,p=.000 


Case Management 


38.6 


8^.2 


x^==9.3,df=l ,p=.002 


Public Welfare 


56.8 


Zk.l 


ns 


Prevocational Training 


25.0 


36.8 


ns 


Respite Care 


18.1 


26.3 


ns 



Not significant 
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children left ISS during their early to mid-teen years. Preparation 
for niccess in an ind^ndent or supported work environmsnt needs to 
becjin well before a student "ages out" or graduates from secondary 
school. Although m^st of the children who left after 1978, and all 
those who left after 1981, are classified as severely or profoundly 
retarded and nultiply hardicepped, this does not necessarily preclude 
the need for sane le^el of vocational training. 

There vere also no signif icait increases in the use of family 
support, including counseling and respite care. This finding is 
confounded by the fa::t that far fewer children who left after 1978 
went to live with their natural families, but this iray be an 
indication of a caase and effect problem. That is, the lack of such 
services may ha/e prevented families from acc^tijig their childrai 
back into their homes. 

Finally, there were no significant differences between the two 
time cohorts relative to who paid for comnunity services. In spite 
of the fact that mandates for universal and free services were not 
in place until recent years, most parents did not have to pay for 
services regardless of when their children left the institution. 
Sources from public welfare agencies, public health agencies, and 
local schools assisted families with payment throughout the period of 
investigation. Given that most of the families were of a relatively 
low socioeconcmic status, their eligiblity for such subsidies may 
have been higher than that of the general population. 
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Sumnary 

These findings suggest a relatively stable pattern of comnunity 
placements for children. Once children leave LSS, they either return 
to their natural families or live in some substitute care 
arrangement. In recent years, as is the case nationally/ children 
have been less likely to be placed with their families and more 
likely to enter into a group home. Half of the sanple experienced 
more thai one comnunity placement; just over one-<juarter moved two 
or more times. Children tended to stay in their respective placements 
for an average of three to four years. However, alnost half of both 
the first and second cOTmunity placements lasted one year or l^s. 
Residential stability, which we can arbitrarily define as staying put 
for at least a year, therefore, was experienced by about half of the 
sanple. The other half moved within a year's time, but then tended 
to remain in one place. Most children (66.1%) were placed in homes 
or other facilities with six or fewer residents, ^proximating a 
fanily-like size more than would placement in a larger facility. 

A significant nunber of placements were unsuccessful, defined by 
the need to return the child to the institution. However, the large 
majority of these unsuccessful placements occurred early in the period 
of deinstitutionalization. In tficent years, almost no children who 
left LSS hS67e returned. 

Use of comnunity services varied considerably for the sanple. 
Therapeutic services v^re used most often, medical and habilitative 
services were used sporadically (depending on the specific service), 
and social and vocational training services were used infrequently 
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with the exception of case nonagement and welfare. In qeneral, use 
of services increased considerably for those children who left LSS 
after 1978, conpared to those who left in the earlier period. Parents 
rarely v^re required to use their own financial resources to pay for 
the cost of these services, with some exceptions in the area of 
medical services. With this picture of the residential experiences 
of deinstitutionalized children in mind, we now turn to the 
educational experiences of our sanple. 
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Chapter Seven 
Educational Service Outcomes 
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This chapter focuses on the types of educational placeinents and 
services received by children after they left Laconia State School. 
Becsuse social policies affecting children have enphasized 
educational rather than residential programs, the data presented 
here provide an opportunity to more closely analyze the inpact of 
changes in such policies. Other investigations of the consequences 
of deinstitutionalization have rarely included variables related to 
educational services. 

The findings of the present study are descriptive of the 
experiences of the sanple of 68 children who left LSS between 1970 
and 1985. Generalizations to the total population of children who 
were deinstitutionalized from LSS or from institutions in other 
states during this time period cannot be made based on these data. 
In addition, an assessment of the quality of educational services is 
not possible given the resources avails le to the study. However, 
some information on the quality of education for severely handicapped 
deinstitutionalized children has recently been published by AGR 
Associates (1985) • Those findings will be discussed briefly in light 
of our own data. 

As with residential variables discussed in the previous ch^ter, 
location, type, and stability of educational services, as well as the 
effect of historical time, are described below. Data on education 
received prior to admission to LSS and the frequency of formal 
school^arent disputes concerning the provision of an appropriate 
education will also be presented. 
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Q3ucation Received Prior to Institutional Placement 

Less than half of the sanple children received any education 
prior to placement at LSS. Two children received some type of early 
intervention services as infants or toddlers. Six children atterded 
private preschool programs for an average of 1.67 years. An 
additional eleven children were in a specialized preschool setting 
for haidicapped children for an averse of 2.16 years. One child 
attended a Head Start program for less than one year. Four children 
received day care services before placement. Only three children 
attended a kixxJergarten program. 

IWelve meniDers of the sairple attended a public elementary school 
prior to placement, for an average of 2,76 years (range .10 years to 
7,00 years, 5.d.=2.34). Fourteen children were enrolled in a private 
school before admission to LSS for an average of 3.43 years (renge 
• 50 to 10.00, s.d.=2.82). 

Some children attended more than one of the above mantioned 
programs. An unduplicated count shows that 18 children had a 
preschool experience (early intervention, publ.">o or private 
preschool, day care, specialized preschool, or kindergarten). 
TV^enty-four childr^ attended public or private elementary or 
secondary school. V3hen cases with missing data are excluded, this 
means that 30 percent of the sairple had a preschool experience and 
40 percent attended an elementary or secondary program. Nine 
childrei (15 percent) attended both preschool and school -age programs. 

In general, specialized preschool services were rarely utilized. 
Children were m^re likely to receive elementary school services, 

137 



122 

although most oi: • e sarnple was admitted to LSS before they would 
ha/e reached the third grade, given the average cKJ€^ of a3mission of 
8.16 years. 

By way of conparison, members of Population IWo, those who 
remained at LSS into adulthood, were equally likely to have received 
seme sort of preschool service (32 percent of a randomly selected 
subsarnple of 25 out of the 110 total in Population Two) . Five 
meirbers of this subsanple (20 percent) received elementary or 
secondary education, only half the proportion of Population One 
receiving such services. This is consistent with the finding that 
Population Two meirbers were more severely handic^ped and entered 
LSS at a slightly younger age. 

Post-Institutional Experiences 

Types of H3ucational Placements 

Wherj children returned to local comnunities after a period of 
institutionalization, they either received no educational services 
(22.4 percent of Population Oie; n=15) or were placed in specialized 
settings with other handicapped children. T^le 7.1 indicates the 
various educational placements 'assigned to 52 children who received 
some type of educational programming after comnunity placenent 
(educational placement data for one case were unavailable) . The 
large majority of children (82.8 percent) were placed in a self- 
contained classroan or school when they first left LSS. All other 
possible placements were used very rarely. However, for those 
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Table 7.I 
Types of Educational Settings 



First SchooP^^ Second School Thi rd'School 

Type of Setting (n=67) (n==28) (n=12) 

No school assigned 22. A% NA NA 

Regular classroom, ^ q q 25 0% 

with resource room 

Self-contained classroom, 24 32 1^ 33 3 

regular school ' * 

special school, ^ 25.0 
non-residential 

LSS, day only 3.8 7-1 0 

Special school, ^ n g ^ 

residential 

Home instruction 1.9 3.6 0 

Residential institution 7.6 7.1 8.3 



Percentages shown based on 52 children who were assigned to a school 
after they left LSS (excludes 15 children who did not receive any 
educat iona 1 pi acement ) 
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children who chaiged educational placements, there was increased 
use of the less restrictive environirent of a regular classroom with 
resource roan support. Relatively few children attended residential 
schools, received homebound instruction, or relied on institutionally- 
based education programs. 

Of the 52 children who received any educational placement, 61.5 
percent (n=32) attended programs in the school districts in vrtiich 
they lived. CXit-of -district placement was used for the remaining 
38.5 percent (20 children). Table 1.2 presents these data, and 
traces chaiges in educational settings in relation to changes in 
residential placenants. If a child experienced a second residential 
placement/ he or she was less likely to receive local, in -district 
services. Children who moved to a third residential settLug were 
less likely to receive any education. However, those who were 
enrolled in school were more likely to atterea a local, in-district 
program. These differences indicate trends, but they are not 
statistically significant. 

The types of services received during comimnity pla::ement were 
described in the previous chapter. In addition to the educational 
and therapeutic services discussed earlier, there are three aSditional 
areas worthy of mention here. First, vocational special education, 
as differentiated from other types of out-of -school vocational 
training or enploymsnt, was utilized by relatively few children. 
During the first and second commanity placements, only 7.9 percent 
and 10.7 percent of the sairple, respectively^ participated in 
vocational special education, although the a^er^e ^e of the sanple 

1 -1 0 
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Table 1.1 

Relationship Between Educational Program Location 
and Changes in Community Placement 



Program Location 



Community Placement 
First (n=67) Second (n=3^) Third (n=19) 



No school assigned 



20.6% 



36.8% 



in-district placement 



61.5 



51 .5 



75.0 



Out-of-district placement 



38.5 



/»8.1 



25.0 



Hi 
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at comnunity placeront (13 years) would have irade such training 
^propriate, 

A second service related to educational programming is training 
in "activities of daily living," often referred to as self-help 
skills or self-care skills. This very iirportant educational need 
was provided to most of the sanple. During the first commanity 
placement, 63 .5 percent of the children participated in ADL training; 
75 percent of those who wait to a second placement received such 
training . 

Finally/ one option for educational services is to provide home- 
based tutoring. This choice could be highly restrictive in the sense 
that opportunities for interaction with other children would be non- 
existent, and the burden on the parents to care for their child 
during school hours could be significant. Very few children in 
either first or second cQmrnnnity placement received home-based 
tutoring~7.9 percent of those in the initial placement and 3.6 
percent of those who went on to a second placement. 

Stability of EBucatic^v^al Placements 

As can be seen in Table 7.3, slightly over half (53.8 percent) 
of children who received any educational services changed placements 
at least once after their initial assignment. Less than one quarter 
of the sanple (23.1 percent) weit to a third educational placement. 
Table 7.3 indicates the averse duration of these pla::ements, the 
range of duration, and the percentage of placements that lasted less 
than one year and wore than three years. As with residential 
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First educational 
placement 
(n=52) 



Second educational 
placement 
(n-28) 



Thi rd educati onal 
placement 
(n=12) 
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Table 7-3 
Stability of Educational Placements 



Average in 
Order of Placement Years 



2.2 



2.9 



3.8 



Length of Placement 

Range in Percent of 

Years P lacements<:l Year 



.02-7.0 



.20-13.0 



.50-11 .0 



A8.1 



33.3 
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Percent of 
Placements>3 Years 



23. k% 



AO. 7 



AI.7 
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placeiT)ents , the sR/erage length of stay increased with the nuirber of 
placements, and a substaitial proportion of placements lasted less 
than one year. However, the frequency of lor^er placements (those 
lasting more than three years) increased with the nuntjer of 
placements , 

The reasons for changing educational placements varied between 
the first and second placemmts and the secord and third placenents. 
When chilcy>:-<^i nwed into a second educational placement (n=28) , they 
did so foi &a following reasons, listed in their relative order of 
frequency: 

- Child having a difficult tine in the present placeinent (20%) 

- Child too old for the placeirent (15%) 

- Child changed residential placements (12.5%) 

- Child transferred to a work or vocational training program (12.5%) 

- Child placed in integrated setting (5%) 

- Child graduated (5%) 

- Family problems required a change in placement (5%) 

When children moved from a second to a third educational placement 
(n=12), the most frequent reasons for the changes were as follows: 

- Child changed residential placements (30%) 

- Child too old for the placement (25%) 

- Parait requested a change in pl^ement (16.7%) 

- Child placed in integrated setting (16.7%) 

These findings can be conpared to the reasois for changes in 
residential placements, described in Ch^ter Six. The most 
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frequently cita? reason for initial changes in residential placement 
was related to the child's inability to adapt to the em^ironm^t; 
i.e., his or her beh^ior was deemed too extreme for the setting. 
The same thing seems to hold for initial changes in educational 
placements. On the other hand, parents ^pear to play a lesser role 
in changes in educational settings than in residential settings. 
Although th^ often were the ones to request a change in residential 
placements, they had relatively little role in initiating changes in 
educational placements. In both types of changes, extreme medical 
needs were a minor or non-existent factor. 

Frequency of Formal Disputes 

Data v/ere collected on the frequency of due process hearings 
in the deinstitutionalized saiiple. Because most of this group of 
childrei had not previously received local educational services, and 
because their needs as a whole were more conplex than those of most 
special education students, it might be expected that the frequeo^y 
of disputes over educational placement and programming would be 
higher than normal. This does not appear to be the case. Of the 
68 children who were followed, only one experienced a due proems 
hearing. In this one case, the child was initially placed in a 
public school special education program in the fall of 1981, but 
no Individual Education Plan was developed. The nother was very 
dissatisfiaT with the lack of services, referring to the placenent 
as "babysitting.*' She sought representation from attorneys at Legal 
Assistance and the Protection and Advocacy Center, and successfully 
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argued for placement in a private special education program in the 
same town. She has been very pleased with the new program, and 
feels that her son's abilities have xirproved dramatically since the 
placement. 

The low frequency of due procesr hearings is consistent with 
the finding that changes in educational palcements occurred for 
reasons other than parents' requests. As in other areas of this 
study, we faind that parents of deinstitutionalized children were 
not aggressive in seeking comrrunity services for their children. 
A fairly low level of expectations about vrtiat their children are 
entitled to or what is available may ha/e acted to hold down the 
frequency of these kinds of disputes. Ihe fact that over one-f ifth 
of the sanple received no educational services, with no ensuing due 
process conplaints or litigation, supports this notion. In soma 
cases, parents were not available to advocate for services, although 
many children without available parents were assigned a Public 
Guardian, whose job is to actively pursue appropriate services. An 
additional factor to bear in mind here is that only 19 menbers of the 
sanple left LSS after 1978, when due process guarantees wei:e fully 
inplemented under Pi. 94-142. And those children who left irost 
recently under the terms of the federal district court order were 
followed very closely by Legal Assistance ard other advocates to 
assure ^propriate placement and services. 
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Effect ol;_ Tj.nB on EHucational Placements 

As was the case with residential placenients, it is possible to 
detect iitportait differences in the experiences of children who left 
before and after the. iirplementation of special education policies and 
the LSS court order. Table 7.4 incJicates that children who left LSS 
in the period from 1970 through 1972 were equally divided betv^een in- 
district and out- of -district placements. And members of this cohort 
were mach less likely to attend school at all. Of the 23 children 
who left during this time period, 47.8 percent (n=ll) receiv^d no 
educational services. In the 1976-1978 cohort, there are siqr'= 
inprovemmt. Only 2 children out of the 14 who left during thit 
period received no educational services. TWo-thirds of those who did 
attend school were placed in local (in-district) programs, and one- 
third attended out-of -district programs. In the most recent cohort 
(1982-1985), all children who left LSS (n=12) attended school, with 
three-quarters placed in local programs and one-quarter in out-of- 
district programs. These differences across cohorts are 
statistically significant (p=.021) . 

Type of educational setting varied somewhat with time, although 
not at a level that was statistically significant. The strongest 
trend was in the direction of greater reliance on specialized non- 
residential schools during the more recent years. Prior to 1979, 
62.9 percent (n=22) of those who left LSS and received schooling were 
placed in such a setting. Curing and after 1979, 76.5 percent (n=13) 
of those who left and received an educational program went to a 
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Table 7.4 



The Relation of Historical Periods 
to EHucational Placentent 



Percent of Children in Each 
Program Location During 
Three Historical Periods* 



Location of Educational 1970-72 1976-78 1982-85 

Program 



14.3% 0 % 

66.7 75.0 

33.3 25.0 

*p=.021 



Nb school assigned 47.8% 
In-district placement 50 
Out-of-<3istrict placement 50 
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special non-residential school. This finding should be analyzed in 
light of the fact that children who left in the mote recent period 
were more severely handicapped than those who left earlier. In 
general, the t;/pe of educational program used for deinstitutionalized 
children, and the inferred degree of res trie tiveness of such 
programs, showed little change wer the 15 year period. 

Qjality of S3ucationa3, Sei;vices 

Although our investigation was unable to assess th^ quality 
of educational services received by the mei±>ers of our sanple, AGH 
Associates (1985) reviewed the level and quality of educational 
programming received by 20 school-age children who previously lived 
at LSS. This study was conducted in the spring of 1985, and its 
results are helpful in casting additional light on the more 
descriptive findings of the present study. 

Of the 20 students included in the AGH sanple, 14 (70%) had 
an Individual Educational Plan (lEP) which described the specific 
educational program they were to receive. Given that both federal 
and state laws require such a plan for all handicapped children, the 
absence of an IIP for a significant proportion of the group indicates 
some nuirber of deinstitutionalized children are at risk for 
inadequate or in^propriate services. Of those 14 children who did 
have an IBP, six of the lEPs were developed just prior to the site 
visit by the AGH research team. 

Between 65 percent arva 85 percent of the IS^s had unaccept^la 
or inadequate descriptions of student strengths, weaknesses, present 
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levels of functioning, and ma ins tr earning goals, all of which are lEP 
conponents required by state and federal regulations • Ihe short-term 
instructional objectives were generally unmeasur^le, vague, and 
without specified cutcome criteria. 

In general, the AGH report found that the lEPs were not based on 
the needs of individual students and did not establish the critical 
instructional linK between the child's needs (based on conprehensive 
assessments) and individual program goals. In several cases, related 
se rices such as physical ther^y and occupational ther^y were not 
being provided although they were identified as needed services. No 
lEP identified parent counseling as an appropriate related service, 
although there is nuch e/iderce in our study and elsewhere that 
severely handicapped childr^ create significant problems for 
their families that could be ameliorated through parent support. 

When the reseratch team visited the children's x^-dal class- 
rooms^ they observed a lack of age-^propriate and developmentall;^ 
^propriate curriculum materials, and frequent reliance on 
educationally restrictive environments. Only 8 out of 20 students 
were enrolled in a public school program, a smaller proportion than 
those in our sanple cohort who most recently left LSS. Ihree students 
were enrolled in sheltered workshops, and the remaining nine were 
attending private schools, most of vsrt^ich were residential. 
Mainstreaming opportunities were minimal for all students, regardless 
of placement. Chly one child enrolled in public school participated 
in educational or noneducational (lunch, recess, field trips, etc.) 
activities with nonhand ic^ped children. Noie of the children in 
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workshops or private settings had opportunities to intera::t with 
their nonliandic^ped peers during the day. The AGH r^ort concluded 
that the quality of services was superior in the private schools ^ 
although this advantage was coiqprc^nised by the segregated nature of 
these settings. 

The r^crt also assessed the perspectives of schoo]. personnel 
toward the services being received by these deinstitutionalized 
childrei* Staff identified problems such as inadequate nedical care^ 
overuse of psychotropic medications, inadequate planning for the 
transition between LSS and the coimmnity program^ and inadequate 
training and technical assistance for local teachers who were 
assigned to this group of children. 

The report included two interesting recoirurendations worthy of 
irention here. First, the report suggested that a "centralized long 
term care facility may need to be contenplated as the rrost vi-i^le 
option" (p. 39) for those children who require extensive care. This 
seems to be a call for a return to institutional care for severely 
handic^ped children, although there was no evidence to support this 
recomnendation in the findings. There were several major prcblens 
uncovered in assessing conuiunity-based educational services for 
these previously institutionalized children, but the probleitB are 
remediable through full inplenentation of state an3 federal 
regulations. Reducing opportunities for comnunity integration and 
for care as close to home as possible would exacerbate the family 
and child stresr^es a^^sociated with centralized, institutional care, 
problems which have been extensively documented (see Chapter Eight) . 
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Second, the AGH r^ort claimed that, "There are various valid 
reasons for students with severe handicaps to receive a program of 
reduced hours" (p,45) • Again, there was no docunentation presc-:nted 
in the findings to back up such an assertion. In genf:^ral, studies 
have found a direct correlation between the intensity and duration of 
intervention and educational outcones, particularly for children with 
severe inpairirents. Certainly this group of children is not easy to 
educate, nor is their education inexpensive. But the various 
probleiTB cited in the r^ort, such as inadequate IBPs, untrained 
teachers, and use of segr^ated settings will not be resolved by 
reducing the educational effort. 

In spite of these flaws, the AGH r^ort is quite helpful in 
bringing to light the educational experiences of children after they 
leave a residential institution. Its findings con3emjT*g the quality 
of lEPs and prcblens encountered in comnunityHDased programming a3d 
some depth to the broader, more corrprehensive focus of the present 
study. 

Summaiy 

The findings in this ch^ter indicate positive change in the types 
of educational services and placements received by deinstitutionalized 
children sinco 1970 • Although over one-fifth of the children received 
no educational services when they returned to their home comitunities, 
the large majority of this group left the State School before 
legislative mandates for special Vacation becane fully developed. Ihe 
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permissive language that was in effect prior to 1978 at the state and 
federal level did seem to allow for the exclusion of soire children. 
However, the stringent mandates that took effect in late 1978 were 
successful in assuring that even the most severely and nultiply 
handicapped children were educated. Positive trends were also 
discovered in the greater use of local, public school progreiTS rather 
than distant, private placements, and in the greater availability of 
support services. 

Concerns remain, however, with regard to the availability of 
prevocational and vocational training and continued reliance on 
segregated programs that do not provide opportunities for participation 
with nonial groups of children and adults. Children are attending 
school in public facilities closer to their honies, but this has not 
led to a signif icait degree of "mainstream ing" in social or a::afemic 
domains. In addition, there is eviden[;:e that the quality of special 
education prograns is less than adequate when neasured against the 
regulatory criteria in state and federal laws. Ihese issues will be 
discussed r.;re fully in the analysis section in Chapter Nine, 
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The Effects of Comrrunity Placement on Families 

In this chapter/ the many issues that parmts face in seeking 
admission of their children to Laconia State School e^d Training 
Center/ in dealing with institutional residence, and in confronting 
the deinstitutionalization prcx:ess and comnunity placement will be 
discussed • It is the purpose here to not only describe response 
patterns but to bring to light parents' concerns as they arose. 
It is inportsnt to keep in mind the historical context of these 
concerns . 

Although parents ha/e always fought for inproved servic 
their handic^ped children, they did not take the lead in calliiUfj 
for the deinstitutionalization process that began in the 1960s. Often 
parents have argued for more effective and humane institutional care. 
The strong push for almost exclusive reliance on commanity-based care 
has come from professional advocates^ policy-makers, acadesni::s / ard 
civil rights attorneys. These advocaues ha/e been stinulated and 
supported by small nunbers of vocal/ assertive/ politically savvy 
pareiits of severely handicapped children. But in general, parents 
have resisted comnunity placement out of concern that their children 
would be made to live in unsafe, inadequate facilities where lack of 
supervision and exploitation would be more likely to occur than in a 
closed institution. Parents have also been fearful that they might be 
required to assume legal/ financial/ and psychological responsibility 
for their children, in light ol: the pain and grief associated with 
the early stages of diagnosis and institutional placement, arx3 the 
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many intervening years v^en families adjusted to living without 
their severely handicapped child, the possibility of involuntary 
reint^ration of the child into the family is viewed with great 
trepidation. As we shall see in the later discussion, the nKve 
to place children out of LSS was not initiated or supported by most 
parents whose children lived there. However, we shall also see 
the the drastic changes that occurred from 1970 to 1985 caused 
significant changes in parents' attitudes toward coinirunity care. 

Initial Placement Decisions 

Ihe median admission year to LSS was 1970 for Population Qie 
and 1965 for Population Two. E^en at these late dates, alternative 
residential and educational programs were not avail^le in most 
regions of the state. Placement in the institution is usually a 
difficult decision fraught with guilt and feelings of helplessness 
and frustration. However, a subtle distinction eirerges between the 
two populations regarding this decision process. Population Oae 
parents tended to encounter barriers to their child 's aSmission 
which they had to overcome, v^ereas Population Two parents v.ere more 
often encouraged at the outset to institutionalize their disabled 
offspring. For the second group, this inpetus tended to coire only 
from professionals , but Population One parents terded to receive 
advice to place their children from professionals, other family 
menbers and neighbors. This supports the earlier observation that 
Population Two families were somewhat higher in socioeconomic status, 
which correlates with a greater reliance upon professional input* As 
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well. Population Two children were irore severely handicapped, leading 
to more frequent contact with a variety of professionals and greater 
likelihood of consensus concerning the decision to institutionalize- 
Seventy-nine percait of all the participating parents were the 
ones v*o first initiated admission of their children to LSS; 76.5% of 
peculation Qie parents first ^plied for their child's aJmission ard 
80.7% of Population TWO parents began the process. Though these two 
grcxips each had difficulties with the admission process, there were 
some distinctive qualitative differences that were revealed in in- 
depth interviews- 

Though both groups spoke of the mother's coping resources being 
depleted and the significait behavior problems presented by their 
children, it appears that Population Oie parents were more likely to 
use these reasons to press for admission. Qie mother threatened, "If 
ycxi don't take him, you'll ha^e to admit me to New Hampshire Hospital!" 
A father reported, "It took nine years to get Carl into LSS for a four 
day per week, four month program [for toileting and self-care]." Carl 
had been on the waiting list since one year of age but didn't get in 
until his father coirplained to the central office in the State capital, 
asserting that his wife was "on the verge of a breakdown," 

At times the situation becane desperate- A mother told us her 
foster child was abandoned as an infait at LSS by the child's father 
who, at the time, had become a widower. The father sought admission 
for an evaluation and never returned to reclaim his child. 
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Population IWo parents seenie perience pressure early on 

to institutionalize their children, CXi the whole, their children 
were placed at LSS at a slightly younger age and at an earlier point 
in history, when comnunity placement was barely contenplated in the 
public mind. Doctors were more adainant about institutionalizing 
mentally retarded children. "Better put him away. He's an idiot," 
admonished one physician. In another painful recollection, a mother 
was told by the family doctor, "Get her out of the house as fast as 
you can. What is the use of cutting off the puppy dog's tail by 
inches?" But even physicians manifested difficulty in advising 
parents. A mother told us, "At first the doctor said take him home 
and love him; later he said, 'Put him in the State School'." 

Since Population Qie children tended to be somewhat more active 
than their Population IWo counter;;arts and entered LSS at a somewhat 
later age and at a later point in history, parents reported that 
they were subject to social preiisures of relatives, teachers, their 
childr^'s schoolmates end neighbors. One parent said pressure from 
teachers and the teasing of schoolmates made keeping her child at 
home increasingly difficult. In another instance, parents were told 
by the school district that LSS was the "only" place their daughter 
could be evaluated in order to be accepted for any program in the 
state. Another mother explained the painful shunning of her 
neighbors. "The townspeople were hateful to her...th^^ wanted to 
get rid of her — ^Vicky was an undesirable in town." 
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Another child^ Dennis, was not learning in school, having 
seizures and being teased by other stud^ts. Family menbers blamed 
Dennis' mother for his seizures and his problenatic beha\/ior, saying 
she spoiled him v*ien she should have disciplined him. Finally, a 
woman in her husband's office vtiose child was at LSS suggested to 
Dennis' father that Dennis might benefit from placement there. 

Other family meirbers also encouraged parents to admit their 
disabled relatives. A Population One mother whose husband arx3 
father-in-law were both ex-residents of LSS reported that a cousin 
had urged her to place her daughter. 

A Population Two nother explained, "We polled extended family 
meirbers to see v^at they thought. When my feather's atint and her 
basband had agreed to keep all the kids except Gerard in case of 
[our] death— ihst was the deciding factor!" 

At a point in history v*ien there were two choices, home or the 
institution, parents e^^^erienced great frustration. When cne itiDther 
could no longer handle her daughter at hone because of her terrible 
behavior and becaase there were no other possibilities, the family 
placed the child at LSS. The frustration, however, of witnessing her 
child "s r^id regression forced the rrother to quickly take her home. 
"I had to toilet train her all over ^ain!" she told us. 

Che of the rrost powerful and revealing experiences in the study 
came when a mother denied consent for her daughter to be included . 
In withholding consent, the rrother wrote on the consent form, "Under 
no circumstaices can anyone use Diane as a case study for any purpose 
whatsoever. If you wait to know why, call me." We did. In an 
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intense, one-sided telephone call that ran close to an hour, Diane's 
niother explained, in poignant tents, her emotional state at the tine 
of admission to LSS and the years that followed. 

Diane's mother told us her daughter's severe inpaintents were 
evident soon aftar birth. She sought a diagnosis and treatnent for 
the next seven years. She eventually received a diagnosis at a 
private agency in New Haiipshire, but was told there was nothing that 
could be done for her (this occurred in the late 1960s) • When she was 
nine years old^ Diane was placed at LSS by her parents on the advice 
of the family physician and staff at a private diagnostic agency. 
Ihe mother felt defeated in her efforts to care for Diane at hone but 
also wanted sans relief from the burdens she faced. She told us, "I 
washed diapers for 30 of the 35 years I was married. I just 
couldn't keep on like that-" 

The period of institutional placement created an even greater 
emotional burden. The body brace Diane wore to correct her scoliosis 
disappeared soon after institutionalization. Visits became extremely 
difficult. 

Her father and I would cry for days after being there 
[LSS]. There were some d^s I wished I'd never wake 
up because of what I'd se^ there. They tied people 
down on all fours. The staff takes advantage of the 
girls there. It's worse than a kennel. Any perfectly 
sane person would go insane. When we went there, we 
felt like th^ [the staff] would just as soai not have 
us around. 

Diane left the State School v*ien she was 13 years old, and has 
lived in two different nursing homes since then. Her mDther believed 
(as did some others who denied consent) that involvement in this 
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study would result in Diane's retuim to the school. This nother's 
intense guilt and anger over past e/ents and fear for her daughter's 
future may have been expressed more vehemsntly than the emotions felt 
by those parents who ga^re consent/ but the nature of her comments is 
consistent with the feelings and experiences of other parents. It is 
clear that the initial admission decision and the subsequent period 
of residency were times of regret and grief. For neither population 
was the decision to seek their children's ^amission to LSS an easy 
one and once their children were there, it was not always easy to 
visit. 

Visitation Patterns 

Visitors to Laconia State School are required to r^ort to the 
administration building before going to the units and cott^es to 
visit residents. The visits are recorded at the tine and kept in a 
file separate from the residents' medical and behavioral records. 
Since visitors are not always consistently identified, no distinction 
was made— in recording data — as to whether the visitors were kin or 
others, though for the most part, they were relatives, according to 
the reports of staff and parents. In some instances, a resident was 
visited by LSS staff or conmunity staff pr^ring the resident for 
placement. 

As can be seen from Table 8.1, Population Two residents clearly 
were not visited as often as Peculation Oie residents. Though a 
small percentage of people were never visited during their stay at 
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Table 8.1 

Total and Average Nart)er of Visits Per Year by Population 
in Coitparison with Length of St^ at LSS 



Total nuirber of visits 
during stay at LSS 

Median 

Mean 

SD 

Average yearly visits 

Average length of stay 
at LSS (years) 



Population 

Qie Two Total 

n=67 n=102 n=169 

18 12 14 

37.0* 25.8* 30.3 

53.0 35.4 43.6 

4.2* .9* 1.5 

5.4* 13.7* 9.3 



*p<.05 
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LSSr in any given year (from 1970 to 1983) r abcxat one-third of 
the totaJ. peculation did not receive visitors. Again, this varied 
soTOwhat by population • Qi average^ in any given year, 36% of 
Population Two was not visited; 31% of peculation Qie was not 
visited. (The year 1984 was not counted in this analysis because 
it was the only year when all remaining Population Che residents • 
received no visitors and so represented an extreme value.) 

Proin Table 8.1, it con be deduced that the longer the stay 
at LSS, the fewer the visits. This is not a new finding. It is 
one of the unfortunate correlates that make institutions so insular. 
Another is distaice. It was nrt a . ')inncn for a parent to tell us, 
"v;o"d visit niore if it didn't ta>:d ^ ."O hours to get there." Or, 
"It's not that I don't want to visit Larry, it's just that it's so 
depressing to see the other residents." A mother of a very 
severely involved child, who required 24-bour physical attention 
told us the sight of her son was too painful to her. These parents 
did not gain the syitpathy of LSS staff who shared openly their 
disparaging remarks with us. Vtien a parent broke through his/her 
inertia to make a visit, the staff, who were keeping score, often 
conveyed their scorn, making subsequent visits even more difficult 
and unlikely. 

Informal and Foriral Mechanisms of Coping 
In order to obtain a picture of the huiran r^ourc^ avail^le 
to the parents in our study, we asked th^^n several questions ^out 
the sources of assistance they could draw upon over the years. Each 
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parent was read a list of possible resource groups and asked to tell 
us how frequently each gave assistance. Itie list included family, 
friends, neighbors, co-workers, other parents, clergy, doctors and 
"other." In addition, parents were asked to tell us who in this list 
was the most supportive, and to rate the level of support iveness of 
extended kin. 

The responses o^/erwhelniingly pointed to the family as the 
greatest resource. Forty-nine percent of Population Qie parents 
said they received daily assistance from their families and another 
8.5% received at least weekly assistance in the form of b^ysitting, 
chauffering or advice by telephone. Thirty-nine percent of 
Population Two parents reported daily help and another 17.5% reported 
help from their families on a monthly basis. Wiile Population One 
parents said ; ir immediate families were rost helpful. Population 
Two parents saiii Licy received the most support from extended kin. 

Population Two parents said their extended kin were extreinsly 
supportive (54.2%); an additional 20.8% said kin were somewhat 
suEportive. Of Population Qie, 40.4% r^orted their kin were 
extranely supportive; another 8.8% chose "somewhat supportive" to 
describe kin involvenent; but 31.6% said kin were not supportive or 
nede things worse. 

Of non-kin, friends and neighbors and then other parents were 
the nx)st frequently available resources. Parents r^orted that 
friends supplied daily and weekly support, whereas neighbors were 
somewhat less available (or less relied upon) . Some of the parents 
had found moral support and information from other parents of 
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developmentally disabled children (e.g., in nonthly gatl"ierings at 
their children's school or at neetings of the local Association for 
Retarded Citizens.) 

Though, for the most part, Popolacion Two parents had little 
or no contact with regional service providers. Population Cne parents 
indicated that local staff in their county hospital or private center 
for ser^'ices for developmentally disabled people prcvide3 assistance. 

Parents* Attitudes Toward Deinstitutionalization 

The two main irethods of data collection which inform this 
discussion are the Attitudes Toward Deinstitutionalization Scale 
(AIDS) developed by James Conroy and his colleagues for the Pennhurst 
Study (Conroy, 1985) and in-depth interviews conducted in the period 
between 1984 and 1985. In addition, anecdotal data made available 
from a survey conducted by two parents will be presented to shed 
light on issues revolving around opposition to deinstitutionalization. 

Table 8.2 shows the percentc»ge breakdown of inforitonts. 
Mothers conprised the largest portion of informants about family 
attitudes and reactions to deinstitutionalization. Though in twenty 
percent of the interviews, both no thers and fathers were present, 
just the responses of the nothers were coded, since they a:::ted as 
k^y informants for the most pa.rt. 
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Tcjle 8.2 
Parent Interview Inforimnts 



Population }, Population 2 

H k Hi. 

Father 7 10.8 2 8.0 

Mother 33 50.8 16 64.0 

Both Parents 13 20,0 7 28.0 

Foster Mother 3 4.6 

Foster Father 1 1,4 

Both Fost^ic Parents 1 1,5 

Other (relative, guardian) 7 10,8 



Total 



65 



25 
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ATOS Results 

The AIDS was divided into two parts for purposes of discussion 
and analysis. The first part is the Irvgact Scale which consists of 
items having to do with how parents perceive changes in their 
family life activities as a result of or as an aiticipated result 
of their child's placeinent into the comnunity. The second part of 
the AIDS addresses the ideological issues of deinstitutionalization. 

ATDSg Inpact Scale . Ihe Iirpact Scale consists of a list of fourteen 
routine family activities. Ihe parent is asked to judge to what 
extent these activities change as the result of his or her child 
being placed in the comnunity. Population One parents answered in 
retrospect and Population Two parents were asked to respond according 
to how th^ anticipated their lives might change as a result of their 
children returning to the coirnmnity. 

On a scale of one (chaige for the worse) to five (change for 
^Detter) the parent assessed the iirpact of the child's return 
on the following items: his or her own social life, job, spouse's 
job, family home rec^'cationt tim alone, time with spouse and with 
the other childroi still at home, famiji^y vacations, own general 
h^piness, the parent's assessment of e.e developirsntally dis^led 
child's h^piness, and the child's rela\-^onship with the respondent, 
the spouse, with siblings and with others. 

Table 8.3 displays the meais and standard deviations for each 
item in the Inpact Scale for each population. 

Though, overall, the median response was 3, i.e., no chenge, 
with regard to family activities, some concerns were detected. Both 
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Table 8.3 

Parents' Assessment of the Inpact Upon Family Life 
of Their ChiM's Return to the Comnunity 





Peculation 


1 (n=63) 


Peculation 


2 (n=25 


Area of Inpact 


(a) 

Mean 


S.D, 


tean 


S.D. 


xcxir own social xiiie 


2.9 


1.2 


3.1 


.5 


xcur jco 


3*0 


.7 


2-9 


-4 


Your spouse's job 


3.1 


.5 


3.0 


.6 


Family home recreation 


2.9 


.9 


3-1 


-9 


Ycur time alone 


2.9 


1.2 


2-8 


.7 


Ycur time with spouse 


2.9 


1.0 


3-0 


.6 


Time with other children 


3.0 


.9 


2.9 


.4 


Family vacations 


3.0 


1.1 


3-0 


.2 


Your own general h^piness 


3.9 


1.2 


3.2 


1.5 


Your child's h^piness 


4.3* 


.9 


3-1* 


1.5 


Child's relation with you 


3.7 


1.1 


3-5 


1.0 


Child 's relation with your spouse 


3.6 


-9 


3.4 


1.4 


Child's relation with siblir v^ 


3.5 


1.0 


3,4 


.5 


Child 's relation with others 


4.1+ 


1.0 


3.5v 


1.2 




*p<.001 


•^<.03 







(a) 

Higher values irdicate more positive inpact 
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groups of inothers thought their children's placeinent might inpiriv'*:. 
upon their tine alone. While Peculation Qie nothers showed some 
concern for their social life, family recreation and their tine with 
their spouse. Population Two .mothers were concerned that placen^t 
would interfere with their time spent with their other children. 
However, unlike Population Qie r^thers. Population Two mothers gave 
a small indication that family recreation at home might iirprove as 
a result of their child 's comnunity placement, 

.With r^ard to emotional issues and social relationships, 
parents showed positive feelings toward comnunity placement* Mothers 
in both populations perceived or anticipated a chaige for the better 
with regard to their children's relationship to others as well as to 
family members. Population One mothers saw their children as ituch 
happier now than they were in the cOTnunity. IVSothers told us that 
since th^ saw their childreai were h^pier, they were h^pier as 
well- 

Cohort Differences. Parents vrtiose children left LSS after 1978 were 
statistically more likely to say their general happiness hed 
changed for the better (Chi-sq=11.263, <03;df and that their 
handicapped child's relationship with them had inproved as a result 
of leaving the institution (Chi-sq:=10.051/<.05;df=4) (See T^les 8.4 
and 8.5) . 

ATPS; _ Dei nstitutionalization Ideology ^ 

The second part of the AODS consists of eleven ideological state- 
msnts concerning de.fjistitutionalization as applied to the informcnt's 
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Table 8.4 

Cohort Difxererses of Inpact of Comirunity Placement 
on Parents' General H^piness* 



Placement in Placemait 
or before 1978 after 1978 

(n=44) . (n=18) Itotal 



Change for the worse 



3 

(6.8%) 



0 

(.0) 



3 

(4.8%) 



*Chi-sq=11.263<.03,' d£=4 



4 

(9.1%) 



1 

(5.6%) 



5 

(8.1%) 



No change 



15 
(34.1%) 



2 

(11.1%) 



17 
(27.4%) 



8 

(18.2%) 



1 

(5.6%) 



9 

(14.5%) 



Change for the better 



14 
(31.8%) 



14 
(77.8%) 



28 
(45.2%) 
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Table 8.5 

Cohort Differences of t±e Inpact of Coimunity Placement 
on Child's Relationship with Mother* 



*Chi-sq=10.051<.05; df=4 



Placement in Placeni^t 
oc before 1978 after 197g 
(n=45) (n=17) 



Total 



Change for the worse 



0 
.0 



1 

(5.9%) 



1 

(1.6%) 



6 

(13.3%) 



0 

(.0) 



6 

(9.7%) 



No change 



18 
(40.0%) 



8 

(47.1%) 



26 
(41.9%) 



9 

(20.0%) 



0 

(.0) 



9 

(14.5%) 



Change for the better 



12 
(26.7%) 



8 

(47.1%) 



20 
(32.3%) 
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developnentally disabled child, Ohe parei': was asked to respord to 
each stateiTEnt with '•strongly agree, somewhat agree, neither agree nor 
disagree, somewhat disagree, and strongly disagree," Table 8.6 shows 
the maan scores for both groups for each item. Note that the higher 
the score, the irore the group agrees with the principles of 
normalizatici*. This, strongly disagreeing with the statement that 
the child hr^ reached his/her developrnental l;.;pih or with the 
statement th;:^t the child should live in the saire home for a lifetime, 
is coded 5 while strong 3 v freeing is coded 1. 

Table 8.6 shws the items contained in the second part of the 
AIDS, For the most part. Population One parents are highly a::c^ting 
of deinstitutionalization ideology. Each item will now be discussed 
in turn. 

Developm ental Model . For the first statement, "l believe ny relative 
has reached hisAer highest level of educational and psychological 
de/elopmsnt and will not progress nuch beyond the level she/he is at 
now," the meai score was 3.8 for Population Che and 3,2 for 
Population IWo. C^timism that their children could still progress 
was not significantly influenced by the child's di^nosis. Further 
analysis revealed that parents of severely retarded children strongly 
disagreed with this statejrent in 53,6% of the cases, and 50% of 
parents of profoundly retarded children also did not believe their 
children had reached their full potential. 

These findings are in sharp contrast to those of Conroy (1985) . 
The Pennhurst families agree3 with the statement, i,e., that the 

171 



156 

Table 8.6 

Parents' Attitudes Toward Deinstitutionalization 



Population 1 Population 2 

■(n.=$.31 fn=25) 





Mean 


S.D.. 


Mean 


S.D. 


1. Child has reached 

developmental limits 


3.8 


1.5 


3.2 


1.2 


2. Sante residence for life 


3.1* 


1.5 


2.3* 


1.6 


3. Open setting to match skills 


3.3* 


1.3 


3.2* 


1.6 


4. Conmunity workers competent 


3.5* 


1.3 


2.8* 


1.3 


5. Comnunity funds are secure 


2.1 


1.2 


2.0 


1.3 


6. Needed services are available 


3.1 


1.5 


2.6 


1.6 


7. Financial burdens lifted 


3.4 


1.5 


3.4 


1.2 


8. Normalisation 


4.7* 


.6 


3.6* 


1.4 


9. Least restrictive alternative 


4.8* 


.5 


4.0* 


1.3 


10. Deinstitutionalization 


4.7* 


.9 


3.1* 


1.9 


11. Discharge decision 


4.5* 


1.2 


2.9* 


1.6 


*P<.05 











Ihe items in the table refer to the following questions to which the 
respondent answers ^'stror^ly agree, soinewhat agree, neither agree nor 
disagree, somewhat disagree, or strongly disagree. 



1. I belie\/e that my relative has reached his/her educational and 
psychological developirait and will rjot progress nuch beyond 
the level he/she is at now. 

2. When ny relative lives away from hom, I prefer that he/she 
remain in the saine place his/her entire lifetime. 

3. When ny relative lives away from home, I prefer that he/she ncf^e 
from a more protected residential setting to a more open setting 
as she/he achieves greater self-help skills. 
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Table 8.6 (continued) 



4. Persons who work in comnunity living arrangements are knowledgeable 
and skillful enough to handle situations v^ich na/ arise with regard 
to ny developmentally disabled relative. 

5. I believe that funding for coccmnity arrangements is secure and 
permanent, 

6. I believe that all services neoSed by my developnentally disabled 
relative are avail^le to him/her in t±ie comnunity. 

7. 1 believe that iry family has not had to assume added financial 
burdens for the care of my relative since he/she has been (or will 
be) living in the comnunity. 

8. Normalii^ gtiqn means that, as nuch as possible, developmentally 
disabled persons are given normal opportunities for living, working, 
and school. In thinking about what your relative will need in the 
future, hov7 nuch do you agree with this concept? 

9- ?he Least _Restyj.ctive Alternative sa^ that developmsntally 

disabled persons should be allowad to live in places which are as 
nuch like normal homes as possible. In thinking about what your 
relative will need in the future, how much do you agree with this 
conc^t? 

10. Deinstitutionalization is the moving of developmentally disabled 
persons from the institution into places in the conuiunity. In 
thinking about vAiat your relative will need in the future, how nuch 
do you agree with this conc^t? 

11. When your relative was (is) selected for movemmt f rom LSS to the 
comnunity, how agreeable were you (will you be) to this decision? 
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children had reachoS their limit. The author concluded tliat the 
families in their sairple were not responsive to the developmental 
model which stresses the notion that sli people con grow and learn. 

Assuming that the results are true, there are two possible 
explanatioa^J for the discr^ancy in our findings. It could be that 
since our respondents are the parents pf a younger cohort than the 
parents of the Pennhurst population (we limited our sanple to 
residents bom in or after 1949 and the Pennhurst study included all 
residents), they wera still hopeful for their children's development 
and education. The other reason could be that history has haf an 
inpact and air parents have had more exposure and therefore more 
opportunities to adopt a developmental perspective. 

L^ast Restrictive Alternative , Three statements were posed 
pertaining to the concept of the least restrictive alternative. 
First, parents \^re asked if they would prefer their children live 
in the same home for their entire lifetime. A score of 5 indicated 
strong disagreement and 1 strong agreement. The mean scores for 
Populations Oie and Two were 3.1 and 2.3, repectively. 

In our in-d^th interviews — especially with Population Two 
parents— there was a concern expressed for the need for a stable 
environment v^ich promotes familiarity and good orientation to 
surroundings so that their children can def/elop and iirprove in 
functioning. Since Population Two parents scored low on this item, 
our interpretation here is that we can expect greater corcem on 
the part of the parent for stable long-term placement, the greater 
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the child 's inpainnent and the lorger the pericx3 of institutional 
residency. 

To the third statement: "When my relative lives away from 
home, I prefer that she/he mcve from a more protected residential 
setting to a more open setting as she/he achieves greater self-help 
skills," parents responded with greater agreement (3.8 and 3.2), 

We asked parents to what extent th^ favored the conc^t of 
the least restrictive alternative as it would apply to their children, 
CX/er 90% of all Population Cne parents and 79.2% of Population Two 
parents, regaroiess of their child's diagnosis, supported the 
conc^t, yielding meais of 4.8 and 4.0, respectively. 

Though both grcxips were in favor of placement in the least 
restrictive ervironment, interpretation of this concept demands 
careful scrutiny. While parents of younger, somev^t less disabled 
children may interpret it to mean living in a small group home in the 
city, parents of more disabled persons tend to have a different view. 
Qie Population Two mother explained: 

When they took the fences down [at LSS], my heart 
sank. It meant that James and his friends were 
not as free to roam. The staff kept them closer 
to their building. You know, sometimes, fences 
are the least restrictive alternative! Ihey 
took the fences down for the sake of appearances . 




not for the sake of the residents. 

Normalization, DeinstitutionaJ ^i zation and the Decision to leave LSS . 
Referring again to Table 8.6, the two populations differ greatly 
with regard to these concepts and this decision. While Population 
Cne parents are vigorously in favor of normalization. 
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deinstitutionalization and the decision to discharge their children 
into the comnunity (X=4.7, 4.7 and 4,5, respectively). Population Two 
parents were relatively cauticxis. Though they ratified the concept 
of nornalization (X=3.6) , as a group they were antDivalent toward the 
of deinstitutionalization 6i^3.1, S.D.=:1.9) and did not favor a 
decision to discharge their children (X=:2.9, S.D.=1.6) . 

In order to understand why Population Two parents were split 
with regard to deinstitutionalization (50% were in favor and 49% 
opposed) , the data were further analyzed to reveal soine underlying 
factors. 

First, it was hypothesized that the more severe the child's 
retardation, the less optimism there would be toward comirunity 
placement. Jack Melton, the former superintendent of the La^onia 
State School, noted that in his experience, parents' attitudes 
correlated with their children's diagnoses. Our data bear this 
stateiTiQit out. Ihere is a relative decrease in optimism regarding 
comnunity placeinent as the severity of retardation increases. 

If the chiJd was already in the comnunity, Population Two parents 
found it easier to accept the conc^t of deinstitutionalization. 
Ihese parents told us that though they were initially opposed to 
to comnunity placement, now that th^ hoi seen it h^pen for their 
adult children I thiey slowly began to see its benefits. Our findings 
duplicate those of Rudie and Reidl (1984); though parents initially 
resist the idea of commanity placement, once placed, they are likely 
to be satisfied. As one father put it, "I'll believe it when I see 
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Comimnity Services: Coinpeterce and Fi nances, Four statement, ^i* 
the ADS cddressed issues directly related to comimnity services. 
Table 8.7 shows the mean scores for each grcxjp of parents. 

Regarding the staten^ent, "I believe that my family has not had 
to assume added financial burdens for thv^ care of my relative since 
she/he has been living in the comrainity [or when she/he lives in 
the cannunity] most parents vere in ^reement. Iheir perception 
is consistent with the findings in Chapter Six ixx3icating that 
parents paid for very few conirunity services. There v^re some 
instances, however, which suggested that where families were quite 
involved with their children who were now living in the comimnity, 
they also shouldered more of the financial responsibility (see the 
case histories of GG arx3 Cheryl) . 

Competence . "Persons who work in comnunity living arrangemsnts are 

knowledgedDle and skillful enough to handle situations which arise 

with regard to your developmen tally dis^led relative." This 

statement divided along group lines. While Population One parents 

were fairly optimistic, Population Two parents remained skeptical. 

These parents, who in 95% of the cases (n=25) believed their children 

required 24-hour per day supervision, were concerned that comnunity 

workers did not ha/e the skills or experience to match those of 

workers at Laconia State School, 

Though confidence was expressed by Population One parents, it 

was not without reservations. Che mother commented: 

People who advise ha/e little or no experience. 
New teachers - they have lots of theory but no 
common sense! Most teachers have had no 
experience with mental retardation. 
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Tcbi-': 3.7 
Attitudes Toward C^^tmunity Services 



Populafcion ^ 



PoEulat ion 2 





Mean 




Mean 




Financial b:irdens lifted 


3.4 


1.5 


3.4 


1.2 


Comnunity v«rlcers coirpetent 


3.5* 


1.3 


2.8* 


1.3 


Funding is secure 


2.1 


1.2 


2.0 


1.3 


Needed services are available 
in the comnunity 


3.1 


1.5 


2.6 


1.6 



*p<.01 
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Population Qie parents also showed differences by cohort. 
Parents of children placed after 1978 were more confident in 
comnunity workers than the pre-1978 cohort. Parents, especially 
those of more severely involved children/ are not overly anxiojs 
to sea3 their childrei into the comnunity. Pareits' skepticism is 
based on reality — a reality that is corroborated by service providers 
themselves ^o admit that they are not aaequately trained to handle 
"surprise" situations, i.e., unpredictable behavior problems, 

Furdinq , Another factor contributing to parents' reserva -ons about 
comnunity placement has to do with the financing of group homes. 
We asked parents vAether tliey believed funding for comnunity living 
arraigements was secure and permanent. About 68% of Population CDne 
parents strongly or somewhat disagreed with this statement and about 
73% of population Two parents disagreed. 

Availabrl litY of Services , Related to t±ie previous finding is the 
issue of the availability of services in the comnunity. We asked 
parents to respond to the statement, "I believe that all services 
needed by ity relative are available to him or her in the 
ccxDiTunity." Here we are addressing the contrasting belief that 
only the institution can provide tl necessary services. As 
expected. Population Two parents still believe there are services 
the comnunity cannot provide. However, Population One parents are 
also somewhat skeptical. 
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Parents of the pre-1978 placenent cohort were only 42.8% in 
agreenent with this stat while the post-1978 cohort was 77.8% 

in agreement. 

This suggests that once again historical context plays an 
iirportaat role in shying opinion, A father and mother who node the 
decision to take their son out of LSS, because of "terrible care and 
overmedication," felt, "Deinstitutionalization is going too fast. 
Services in the comrtunity are not enough to support the clients coming 
out." They, too, e^^^ressed the fear that funding will remain too low 
and then not be there to support coinnunity integration. 

Parental Opposition to Deinstitutionalization 

In the face of tlie inpending lawsuit against LSS, a husband and 
wife who were opposed to the closing of the institution sent out a 
questionnaire in 1979 to ^proxinately 500 families whose relatives 
were at LSS. Their motivation was the concern that the lawsuit was 
only r^resenting a vocal minority of parents who wanted to close the 
school. This, they were determined to poll as many parents as they 
could. When Deborah Watson consented to participate in our study, 
she came forward with all the returned questionnaires she had received 
in late 1979 and early 1980* The text of the Watson questionnaire 
appears in Figure 8.1. 

The questionnaire invited comments from the surveyed and 
thereby provided a forum for parents to express not only t:heir 
reasons for opposition or support of deinstitutionalization but 
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for other conurents, complaints and expressions of frustration and 
bewildernent- Parents who believed their children required continued 
institutional care for medical and bphav^ioral reasais constituted a 
large majority of the respondents. Ihey wrote that their children 
were severely retarded and would not benefit from being in the 
comnunity and vvo^ald most like3.y suffer abuse. Other parents were 
opposed to comimnity placement because of the disruption in their 's 
and their children's lives. LSS was viewed as **home.** Often, the 
problem of the burden o.t: the haidic^ped child returning to aging 
parents was raised. 

These responses are valuable data contributing to our further 
understanding of parental objections to deinstitutionalization as a 
blanket policy. Below are sanples of the responses that are part 
of the New Haitpshire version of a scenario that has been played out 
in its many forins throughout the United States. Ihe parents* 
comments present one perspective on the situation fact": by those 
with children residing at LSS in the late 1970s. 

Mrs. Bridges' comments focus the effect of both the child's 
level of disability and the parents* circuirstances in relation to 
comnunity placement. 

Each person's response to this 'questionnaire' I feel 
quite sure will be colored by his (her) own situation 
as it regards the retarded menber of their family: 
1. to the degree of brain damage and severity of 
retardation; 2. the ler^th of time the resident has 
been institutionalized.-.; 3. to the age of the 
• parents and the siblings of the Laconia resident; 
and 4. the stage and circumstances of life the rest 
of the fainily happens to be in. 



I8l 



166 



Figure 8*1 
The Watson Questionnaire 

Ncvenber 1979 



Dear Parent or Guardian, 



A class action suit has beai filed in U*S* Federal Court on your 
behalf by six parents and the N*H. i\ssociation for tetarded Citizens. 
This lawsuit could result in comimnity placenient of all rsidents at 
Laconia State School and le^ to the closing of this school. 

Do you feel this suit in truth represents your feelings? 

Your opinion can ha/e an iirportait bearing on the outccim^ of this 
case. Please take this opportunity to state your case. Record yaar 
preference below and return this letter immediately to 



An envelope is enclosed for your convenience • 

Sincerely concerned parentis, 
Deborah and Lloyd Watson 
^ I favor keeping Laconia State School open with the continued 



upgrading of facilities and care, and commLinity placement of residents 
where appropriate. 

0 
R 

^, I favor comimnity placement, i.e., parental honte, group home, or 

^>artment, for evegy. resident of Laconia State School. 



Signed 

Comments: 
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I ain in fgyyor of: continuing the School and in 
lir.e with above paragr^h hope tSiis will be the final 
dete mi nation as: 1. our resident is severely brain 
damaged though physically al^^i'^st normal; 2. has been 
institutionalized since before she was three years old 
(she is new twenty-two); 3. and the parents are in 
their late fifties having had foi*r children late in 
the mother's childbearing years srA are r.ow putting 
two [children] through colleges aud a th\rd, the 
youngest child, will go to college next fall. The 
father could not adjust ever to an abnormal child in 
the household as he is even now devastated by the 
tragedy of a retarded daughter and still cannot even 
talk ^out it without emotional strain. 

I sincerely believe that for imch less severely 
retarded persons, a more 'weryday' life in the 
comnnnity is more benef icicil for them ig. there 
are excellent services in conmunities for special 
education, job training, etc, and support group 
for young parents — all parents for that matter. 



Pcirents expressed concern that their children being 

uprooted and their children's friendships and social bords with 

caring staff arxJ volunteer grandp-rents were being ignored. 

Mrs. Boulanger wrote: 

We ha/e visited several times a year, taken her 
out on trips and she has always been very h^py 
to return to her brothers and sisters at Laconia. 
It would be a grave injustice to tear up her home 
and separate her from her loved ones. She is of 
age, ask her. 



Parents also feared the comimnity. Mrs, Gerard wrote: 



Years ago I used to have to work and had to board 
[my son] out. It didn't work out. People were 
afraid their normal small children would copy his 
ways, or think he was normal and fight or hit hiin 
^ they did i 
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Aged parents feacea a responsibility they ccxild not manage. 
Mrs, Allen wrote: 



It would be wonderful if all of the residents could 
leave the School •••Ws were told our poor little 
daughter would not reach her third birthday. She 
is twenty-threev It would be inpossible for me to 
care for her. 1 am sixty-three and in poor health. 



Mrs. Lonbaid stated: 



I am a widow living on social security. I have a 
bad case of arthritis and have probleits getting 
around. So healtbwise and financially I couldn't 
possibly take care of my retarded daughter. In 
my opinion she has been taken care of very well 
[at LSS] • 



Some relatives wrote the Watsons, explaining how they wanted 

and were actively seeking alternatives to LSS. A letter from a 

resident's sister read: 

... [M]y sister is crippled. ..she is either in bed 
or in a chair all the time; I have given this very 
serious thought and being her guardian, I feel it 
is best for her to be moved back to Colebrook, NH. 
W3 ha/e a very good nursing home. She would be 
near her folks, and I a:* >:ing to make all pr^^a- 
tions for her to be brow-,.:^ home. Then if La:onia 
s;:ate School is closed I won't have that worry on 
my mind. 



Others had decided to wait and see. 



>fe would be very happy to have C. near us in 
the coimrunity, but we feel there is no proper 
place yet around her for care of this kind. When 
the plaining and arrangements evolve to where 
they hs/e such places, we'll be the fii:>t to ask 
for it. 

Perh^s in a few years, it will happen, we 
hope so. Ihank you. 
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From cur interviews conducted six years after the Watson 
survey, we uncovered similiar concerns regarding deinstitutionali2ation. 
In the following sections are excerpts from comments nade during 
the interviews* our interviewers were instructed to invite parents 
to freely make comitents throughout the interview and to raise 
issues and concerns that may not have been addressed by our questions. 



Fear of the Comimnity . Cne mother told us she was opposed to 
deinstitutionalization because: 



I'm afraid ^jf what can happen to him outside — 
what's around him— iiot him. In the conurunity 
he can't move independ^tly. At LSS he moves 
around ind^endently. I ha/e a fear of George 
not being taKen care of if something h^pens 
to us* That's why we put him at LSS, LSS is 
hss honis and he's being uprooted- 



Parents some times view the suggestion of foster placement almost 
as an ir^Sictment, "If I can^t do It, I don't see how they can do 
it," But in the same breath, this mother revealed her anbivalerce, 
^I was hoping he'd get into [a group home] but he hasn't yet," 

A father e>., additional concerns abou^ comnunity 

placem^t with regard to the social reaction to his son in the 
comnunity. 



Most pL-ople don't Knew how to cope with the 
situations—to confront them on the street, in 
a store, 'Look at this retard,' '^^y do 
have that type in the ccxnnunity?* You hear 
all kinds of i^omments and they're all negative, •. 
If he '/3ere mcving to [the next town a/er] or a 
little closer to home, I'd be for it but if it 
were another corarunity I 'm not sure — if it were 
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a comimnity used to retardec5 kids •••Not unless 
they prove to ine that he's capable of handling 
tlie situation, I think they're pushing 
these kids into the comnunity too fast* Of 
course, I realize that some neea to be in the 
coninunity to develop their limited skills, but, 
I don't think they should push them out of LSS 
to irake rocm for others to go to the institution. 
I think they're trying to eliminate a service. 



A mother described her view that some community living 

arrangements lacked ttie stability of the institution. 

There is a certain permanercy in an institution 
that there wil? not be in a foster horns. The 
personnel may cnange but the physical plant 
would not change as a foster home might after 
a certain nuin^er of years. The building, the 
hoase, might come up for sale; the foster parents 
cculd not go on forever. (Neither would the 
staff at tiie scljool be there alw^s, I'm aware,) 
However, the institution for the most severely 
retarded should remain stable — not up for land 
grabs or sold, There is less of a chance for 
disruption [of curel in a school thai in a home, 
in my opinion, for a badly brain-damaged person. 



Soc.i,^.qgov.t h as a Hesult of .D einstitution alization. Parents were 
asked to note changes in their child's abilities and to give their 
opinions as to the reascxis for these changes (either positive or 
negative) . Where parents noted inprovements in the level of their 
child '^s functioning, most often they attributed the change to 
programming that specifically addressed a particular problem. Ihis 
was true for self-care skills, hearing, vision aa3 speech. However, 
they also regarccr'' t: .ormal home enrironnent," the "e)q>osure to 
people and social activities," mabir.^*:,ron ard a "secure and lo/ing 
home" as positive influences, '•Hdn.jy has grown more since her living 
in the grcup home than she ever did in 20 years— [she] has grown most 
in the past year*'' 
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Another parent reporta3: 

Because of the program at the Moore Center, he has 
learned more in the past two years than in all other 
years of his life, [Donald] is more at ease, •.has 
calmed down to appreciate other people and things... 
The program nry son is roi^eiving is fabulous, I 
could not ask for anything better. He has learned 
so much ir. past two years. 

One couple described their delight with their daughter's 
progress in the comnunity. They told us that in the Christmases 
of 1982 and 1983, Margery did her own shopping (with group home 
staff) for her parents and was very proud and h^py anri involved 
with the Christmas spirit for the first time, Margery's integrated 
home economics class put on a dinner at a corpcration. Each 
student had to say their name afterward; Margery did this along 
with "normal" peers and her parents were *'so surprised,'* Her 
parents have Margery for dinner once a v^ek and hone for Christinas 
and her birthday. 

Summary 

Parents in our study have lived through sweeping historical 
chaiges in the treatment of their children. From u time ^en 
professionals urged institutionalization to the preset inpebus 
tward comnunitization, these parents have, for the most part, 
adjusted. 
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The two populations differed on a nunber of key points, 

1. Population cne parents had to fight to place their children 
at LSS, whereas Population Two parents were urged to place their 
children there, Ihis was due to the fact that Population Two 
childroi were, on average, more severely retarded and placed at LSS 
before the deinstitutionalization jnovement began. 

2. Population Two children were visited significantly less 
often ^,an Population Cne children • 

3. In looking at the infontv-i. and formal support networks 
outside the institution, we saw that the greatest and most frequent 
support came from the families theinselves. Population One families 
received more frequent help from their families than did Peculation 
IWo, 

4. Regarding attitudes toward deinstitutionalization and its 
inpact, in general, mothers r^orted that comnunity placement is, or 
in the c^se of Population Two, would be a positive change, especially 
with regard to their children's relatic^^sh^-p with all meirbers of the 
family and with others. Population One mothers saw their children's 
happiness as greatly inproved. Population Two nothers tended not to 
be cOle to anticipate this outcome. Parents whose children left LSS 
after 1978 were more enthusiastic about their children's placein^nt 
than parents whose children were placed before 1978. 

With regard to norrnalization ideology, we found that both 
^TOvips suEported the concepts of the developmental model, 

"ation and the least restrictive alternative. But with regard 
.itutionalization, the. two groups diverged, with Population 
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One strongly in support and Population Two somewhat opposed. However, 
of the Population Two parents whose children were actually now placed 
in the cOTinunity, five out of six were in favor of 
deinstitutionalizacion. 

The two groups of parents were identical in their view that 
funding for coimunity facilities is neither secure nor permanent* 
However, Population Oie parents did believe that the servicet^ their 
children needed were available in the comnunity. Population Tv.xd 
parents were less confident in comnunity services and personnel, 

5. In examining the main issues regarding opposition to 
deinstitutionalization, the results from a survey conductea in 1979 
by two parents whose child was at LSS at the time ana the comments 
from the interviews we conducted in 1984 and 1985 revealed that 
many of the same concerns about deinstitutionalization are still 
contributing to parental resistance. 

Parents are still concerned that the closing of LSS and 
unsuccessful comimnity placement may leave them burdened with the 
financial, physical and emotional care of their discbled children. 
Aged parents still assume that there are only two alternatives: home 
or institution. Not being able to care for their children, parents 
fear their children will not ha/e a secure and safe plaoe to live 
(after the parents are dead) if their children leave the institution. 
Other parents were concemecl about the lack of comnunity xc^t^ce 
of their children • However, parents whose children have had 
successful placements in good programs in the comnunity ha^e 
described their satisfaction in seeing their children inprove in 
skills, social development, and personal h^piness. 
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Ch^ter Nine 
Summary and Analysis of the Findings 

In ligh . of the findings presented in the preceding chapters, 
it is possible to answer the questions posed in Chapter One. Before 
doing so, it is necessary to reiterate the limitations of this 
particular study. Cur results are based on a sairple of dDOut 45 
percent of those children who left one public residential institution 
for mentally retarded people between 1970 and 1985. The experien:::es 
of those children occurred in a si^all, primarily rural state with a 
service delivery system that was developed only during the later 
years of this time pericxS. A unique public financing system that 
relies heavily on local taxes and very little on state or federal 
funds has created the economic context for the deinstitutionalization 
process in this particular state. 

On the other hand, there have been some inportant similarities 
in the experiences of these children conpared with those of children 
in other states. The historical patterns of institutional care and 
subsequent deinstitutionalization have alinost directly mirrored 
patterns elsewhere. The history of policy making, litigation, and 
service developm^t in New Hanpshire have also reflected patterns 
in most other states. If anything, the relative lateness of program 
developmait in New Hanpshire has led to a more rapid inplemantation 
of comnunity based services and a greater fiscal commitment on the 
part of the state than has been the case in other areas. The changes 
ha^e been dramatic and not solely due to the pressure of litigation. 
A small but influential group of parents of children living at the 
State School, effective professional advocates, and progressive 
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administrators and policy nvikers coalesced in the 1970s to create the 
changes that this rq)ort documents. It is, tlierefore, not possible 
to make sweeping generalizations from our data to experierces in 
other states. But in situations with historical, economic, and 
social circumstances similar to those in New Hanpshire, there are 
clearly lessais to be drawn. 

This report began with an historical overview of jjistitutional 
and comnunity based care in the United States ard New Hanpshire 
specifically. After a century or more of reliance on institutional 
care, first for the benefit of the individual and later for the 
benefit of society, a revolution in mental health and irental 
retardation practic^^ occurred. B ginning in the 1960s, there was 
growing evidence, increasingly accepted by policy makers, parents, 
and professional service providers, that residential institutions 
were incapable of providing adequate treatment and were inherently 
restrictive environments in v^iich to live. Bv 1970, when the 
population of residential institutions was at its peak, the 
alternative of institutional placement was beginning to be 
eliminated. In New Hanpshire, children were no longer rea3ily 
accepted at the State School, and the annual number of discharges 
began for the first time to exceed the nunber of a3missions. 

In the early years of this revolution, children were discharged 
who were mildly disabled. These chiJdren most often went back to 
live with their natural families and attended a special school with 
other haidicapped children. A significant nuirber of the children who 
left in the early part of the decade did not attend school at all, 

19 1 



176 



because there were no legal mandates that they do so and because 
local public schools were not capable of meeting their special needs. 
In more recent years, the children who hcve left tlie institution ha/e 
been more likely to have signif ic^t and nultiple inpairinsnts, and 
the/ hcwe been less likely to return to their own families for care. 
Due in part to the inplementation of statutory mandates ard judicial 
:.:.ders, and in part to inprcved treatinent technologies and increased 
public funding, these severely disabled children have been more 
likely to attend school in their local ccmirunities and to receive the 
services necessary to enable them to more fully participate in normal 
society. 

These trends in New Hanpshire are similar to trends in the 
few other regions that have documented the experiences of 
deinstitutionalized children. In general, there has been very 
little analysis of children's experiences when they are moved f' 
an institution Into the comnunity. wse know nuch more *out the 
circumstances faced by adults than we do about those faced by 
children. Without the availability of a larger data base to make 
conparisons, we cannot claim that our findings are representative 
of the experiences of deinstitutionalized children in other places. 
Wa hope that others will raise questions similar to those explored 
in the present study so that t>uch a conparative data base can en>erge 
to guide future policy making efforts . 
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Characteristics of Those Children Who Left and Those Who Stayed 

In examining the physical, social^ and intellectual 
characteristics of the children viho left the State School before they 
btcame adults / it was clear that they differed in several significant 
ways from those children who remained at the School. In general, the 
children who left (Population One) v^re less severely intellectually 
and physically iirpaired than their age peers v^o remained (Population 
Two) • At the time of admission, there v^re more severely and 
profoundly retarded children in Population Two than in Population 
Qie. Although children in both groups v^re aJmitted to the State 
School at roughly the same age (about eight years old) , those in 
population One left after an average residency of five and one-half 
years vrtiile those in Population IV/o vAio eventually left as adults 
did so after an average stay of almost 14 years. 

The two groups also differed in areas iirportant for social 
interaction such as the ability to speak, the ability to respond 
to other people in the immediate environment, the presence of 
inappropriate stereotypical behaviors, and the ability to read and 
write. Children who were less inpaired in all of these areas were 
more likely to return to their home comnunities. Those who stayed 
were also more likely to ha/e one or more major medical conditions 
that required frequait attention. Characteristics that ^pear not to 
differentiate those viho left from those who stayed include sex, the 
ability to walk independently, the ability to dress, feed, and toilet 
independently, the level of frequent agression, and the presence of 
cer^ral palsy or severe vision and hearing inpairments • 
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These sindlarities and differences lead us to the conclusion 
that factors related to social interaction are more powerful 
predictors for coitinunity placement than factors related to 
independent functioning. In other words, children who can get along 
with others and coninunicate effectively are inore likely to leave an 
institution than those who cannot do these things. Even if a child 
requires a great deal of assistance in the basic areas of dressing, 
feeding/ and toileting, he or she will leave the institution sooner 
if he or she is relatively socially adept. (See the case histories 
of Kerry Gagnon and Daniel Martin regarding this caitrast.) 

Children v^o left the State School in nore recent years were 
signif icaitly more handic^ped than those wIk) left in earlier years. 
In the period from 1979 to 1985/ 70.3 percent of the childr^ who 
left vere profoundly m^tally retarded. This was a 300 percent 
increase ever the proportion of profoundly retarded childrai who left 
between 1970 and 1976. Over 70 percoit of those who left from 1982 
to 1985 had at least one major nedical problem. O/er 80 percent hed 
no intelligible speech. Che-half could not move about ind^>endently. 
In general, the childr^ who left the State School and institutions 
in other states vere more severely inpaired than the adults who left 
during this time period. 

These data indicate that by the early 1980s, degree of severity 
of a child *s handicapping condition was not a major factor in whether 
or not that child left the institution. Although Population One was 
less inpaired than Population Two taken as a whole over the 15 year 
period/ these differences tended to fade in recent years. B/en the 
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most severely physically and intellectually inpaired childrai were 
leaving the institution in the years after the 1981 federal court 
order. However, sccial and ©notional disturbances continued to ect 
as barriers to comnunity placenent in this later period* 

Family Character;' is tics 

The family circumstaices for these two groups also differed. 
Children who left the State School were more likely to have come 
from lower income families with less formal education. However, the 
families of both groups of children were upwardly mobil in terns of 
job status during the period of their childrai's residerce. Those 
families who initially held lower status jobs experienced the 
greatest amount of upward mobility. In general, both sets of 
families belonged to lower and middle income groups. Almost no 
upper-middle or upper income families were represented in the sairples. 
The two groups of families were also similar with regard to size, 
with most families consisting of two parents and four children. 
Of 58 families for whom data were available in population Qie, 
12 (20.7%) had more than one developmentally disabled child, an 
extremely high proportion. 

When the children in both populations were initially pla::ed at 
the State School, the vast majority were living with their natural 
families, althcxigh those children who did not eventually leave 
before becoming adults were almost twice as likely to have come 
from a foster family. 

These findings are consistent with earlier research into the 
socioeccxionic backgrounds of institutionalized people • It is to be 
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expected that lower income families whose disabled children are 
placed outside of the home rely on public facilities. And, 
consistent with the woric of Farber (1959, 1968) , it is to be expected 
that low socioeccncmic status families are more likely to accept 
their children back into their homes after a period of institutional 
residency, Farber 's explanation for this finding is that lower 
income families view the presence of a disabled child as only one of 
a series of difficulties with vdiich they nust cope. Middle and upper 
income families are more apt to view the child's presence as an 
obstacle to economic advancemait and as a singular crisis with major 
consequences • 

Other data indicate that families of Population One were more 
likely to reirain in cOTtact with their children during the period 
of residency, either through visits to the School or by bringing 
the child home for brief stays. There appears to be less of a 
"rejection" of the childrei in Population One, Again, this is 
consistent with the notion that lower income families make 
adjustments in order to cope with one more problem rather than taking 
what Population Two families may view as permanent steps to eliminate 
the problem. Tliis argument should not be construed as a cordeimation 
of Pqpulation Two families. Their children were more severely 
handic^ped to begin with, and th^ were encouraged from several 
sources to initially place their children at LSS. These would be 
inportent factors in the subsequent decision to have the child 
leave the institution. It could also be argued that Pqpulation Two 
families, with nore education and more fir.ancial r^ources (and, 
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therefore, with more perceived clout) , were more successful in 
resisting pressure from State School staff and comimnity care 
nanagers to place their childroi out of the institution. 
Population Qie families may have been less articulate and l^s 
^le to control the decision making process when their children 
«re id^tif ied as candidates for cOTuiunity placement. 

The ugward mobility experienced by both sets of families is 
interesting, and may sinply reflect the generally iirproved economic 
conditions of most families o/er the past 15 years. However, a 
question arises concerning the econonic benefits that may be 
experienced by families that choose to place their children in a 
public residential facility. If there is a perception that 
instibational placement is of economic value to families, they 
may continue to advocate for institutional care. 

Peasons for Admission to the State School 

The primary reason for admission of a child to the institution 
was extreme behavior leading to an inability of the child's irother 
to continue to provide care. O/erall family stress and the leek of 
alternative living arrangements and local school programs were also 
commonly cited reasons for both sets of fcjnilies. Population One 
children had signif icaitly more behavior problems leasing to 
admission, and these childrai were also significantly more likely 
to ha^e been abused or neglected prior to admission. 
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These findings are related to the respective groups' diagnoses, 
Ihe Population Qie children were more intellectually intact, more 
verbal, and more serial. Itus, they were more capable of causing 
behavioral control problems for their parents. These problems 
occasionally led to abuse and often led to the decision to 
institutionalize the chi]d. The lack of respite care for these 
disruptive children nay ha/f. also led to institutional placement. 
Although few parents cited this as a primary reason for seeking 
admission for their children, several parents commented in other 
COTtexts about this prci^lem. The State School offered some respite 
care in the early and mid-1970s, but it was limited to a single 30-<aay 
period once a year. Shorter stays several times a year were not an 
option. Parents V iewed this as not meeting their needs, and usually 
chose not to take advantage of it. 

The reasons for placement expressed by parents in our study echo 
those reasons given by parents in similar investigations. In the 
Search and Find project conducted by the Division of Mental Health 
and Developmental Services in New Hanpshire in 1979, a review of 41 
admissions led to the following conclusion: 



The managemant of maladaptive behaviors coupled with 
other life management nee3s puts severe stress on 
families and service agencies that are not necessarily 
well equipped to deal with the problens. Family and 
service agencies are lacking the skills ard resources 
to deal with behes^ioral crises and/or life management 
problems of a severe and/or long term nature. These 
problems wear down families and staff who after lergthy 
efforts, sinply feel that the institution is the only 
solution. Unfortunately, the only alternative is the 
institution and unless [the child is] placed in an ICF 
unit, little behavioral training is available. ( Action 
for Independence, 1980, p. 121) . 
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The fact that these stresses have been so thoroughly documentea has 
had distressingly little effect on social policies vtiich require 
families to naintain their childrai at home. The removal of 
institutional care as an option for families has intensified the 
need for family support through respite care and other means, but 
these needs remain largely unmet. 

Region of Origin and Placement 

We determined the region of the state in which meirbers of 
the two populations lived at the time of admission. We did not 
specifically determine the region into which the children in 
Peculation One wre placed, but in general such placements returned 
chiOdren to their "region of origin." Children from Population One 
came from urban, southern, and central comminities such as Lasonia, 
Plaistw, Derry, Manchester, and Salem. Ttiese h^pen to be the areas 
in vAiich pilot case management systeire were establised in the late 
1970s. It appears that the availability of comrrunity case management 
is associated with the increased probability that a resident would 
leave the institution at an earlier age. Meirbers of Population Two 
came more often from northern, rural comnunities or those pla::^ in 
which case management was established at a later point in time, such 
as Littleton, Keene, and Nashua. Ihe small nuiifcers of children in 
the two groups and their relative dispersal around the state preclude 
definitive stateiroits about the effect of geographic location on the 
deinstitutionalization process • 
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WhQi menbers of Population Cne left the State School, they went 
to live with their natural families (46.3%) , in foster homes (17.9%), 
in group hoires (19.4%), or in other arrangeinents (16.4%). These 
fiix3ings, which are based en the group as a whole ever the 15-year 
period, are conparable to findings from a similar study in 
Massachusetts in the mid-1970s (wyngaarden & Gollay, 1976) and quite 
different from a more recent Massachusetts study / in which only 6.6 
percent of the children returned to their natural families anS the 
renainder lived in foster care or group homes (Seltzer & Krauss, 
1984). Oily two of the New Hanpshire children wait to adoptive 
homes. In general, adoptive and foster homes were underutilized 
in this sanple. This finding is a cause for concern given that many 
experts in the field of developmental disabilities view group homes 
as less desirable alternatives than adoption, foster care, or natural 
family placanient (Roos, 1978). 

The type of placement did change over time. In more recent 
years, fewer children went to live with their natural families 
(3 out of 31 placed after 1978) • But there was no increase in the 
use of foster or adoptive care. Group homes became the predominait 
placement option wer time. 

The size of the residences into which children were placed 
ranged from 4 to 6 residents for half the sanple to 7 to 10 residents 
for one-Kjuarter of the saiiple. Discharged children generally went to 
live in smaller residences than was the case for the saitple of 119 
childrOT and adults included in the 1979 Search and Find survey • In 
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later years (after 1978) , children were more likely to be placed in 
group facilities with more than six residents. In the years before 
1978r placement was more often in smaller residences with six or 
fewer people, Thus^ in more recent years there has been greater 
reliance on out-of-home care in relatively large group homes. 

If a child was placed in a. group facility, it was equally 
probable that he or she would live only with other child rei or with 
a mixed group of children and adults. Very few children went to 
live in adult-only facilities. 

Stability of Residential Placenmt 

As a vvhole, children lived in their commanity residences, 
vAiether they were family homes, grcxip homes, or other institutions, 
for three to four year periods. This averse is sonewhat longer than 
we expected. Given the behavioral and educational difficulties that 
many of these childroi manifest, we thought that they would move 
araind more frequently. Although this average length of stay shows 
relative stability in residential placements, a closer look at 
individual situatiais reveals some cause for concern, Che-half of 
all the initial placements lasted less than one year. 

Almost one-third (31.3%) of the initial placements failed in 
the sense that these childroi returned to the State School. As in 
the original admission to the School, the reason for placemait failure 
was very often (65% of the returns) due to extrene behavior problems. 
Most of the returns to LSS (60%) were initiated by the child's 
parents, whether or not the child was actually living at home. If 
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a child retxirnaa to the School after an initial period of comirunity 
living, he or she was likely to st^ there for a period of one and 
c^e-half years. Again, we can detect inportant historical changes at 
work, in that almost all of these failed coninunity placements occur roa 
before 1976, Since 1979, only two of the children in our sairple 
returned to the School. 

Qie-half of the childrei lived in more thai one conumnity 
placenait after they left the State School and before they becaitfe 
adults. Just over one-<3uarter of the children haa more than two 
cotnnunity placenents. Less than OTie-tenth of the sanple had more 
than three placements. If a child experienced more than one 
comitunity placement, it was less likely that he or she would be 
returned to the State School. It seems that chaiges in commanity 
placements acted as an alternative to reins titutionalization. 

We also fcxind that changes in commanity placements were likely 
to be in the direction of group homes, aw^ from natural families. 
In more recent years (since 1982) , no children ha^e either left the 
institution to live with their natural families or moved from an out- 
of -home placement in the conuiunity back into their family homes . 

Qie of the central questions of this study had to do with 
the directio n of movement as children left the institution and 
sifcsequently lived in one or more comirunity settings, Vfe assume 
that the institution is the most restrictive enviromnant avail^le, 
and that natural fsmily homes are the least restrictive (from the 
child's perspective), with adoptive homes, foster homes, group homes, 
and small regional institutions conpleting the continuum of 
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"restrictiveness," in that order. Given this sinplified model of 
restrictiveness, we could say that in the later h.istorical period 
and as children moved from one placement to another^ they were more 
likely to live in relatively more restrictive environments. However^ 
this generalization laist be qualified by ertphasizing that the return 
rate to LSS decreased narkedly over time, and alternative conminity 
living arrangements were being developed t-hat offered options to 
families so they would not have to bear the primary burden of caring 
for their disabled children. In addition, childroi who left LSS in 
later years were more severely inpaired than those who left earlier. 

Pestrictiveness nust be viewed not only from the child's point 
of view, but also from the family's. If the presence of a severely 
disabled child presents family members from continuing their own 
development, and interferes with economic and social stability 
within the family system, then placement in the natural family is 
a restrictive option for some families. 

Oie option that would help to resolve this dilemma would be 
greater availability- of adoptive and foster care. Such an 
arrangement would be relatively less restrictive for the child, when 
conpared to group homes with six or more residents (as was the case 
in later years) or other institutional settings such as residential 
schools or nursing homes. Ihe natural family would be relieved of 
the burden of caring for their handicapped chiia, but could maintain 
clDse contact with their child if he or she were in a family-like 
setting nearby. Properly siiDsidi^ed and supported substitute family 
care has not been available or utilized for our saitple and for other 
chiLdrQi and families in similar circumstances, 
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Services Received During Coimun^tv Placement 

Once children left the State School to live in a comnunit^^ 
setting, they received a variety of medical, therapeutic, 
habilitative, and social services. During the initial comnunity 
placeitent, over half the sanple received (in the order of frequency) 
transportation, medical diagnoses, public welfare assistance, 
recreation, speech and language therapy, and case managem^t. Less 
than one-quarter of the sanple received specialized medical care such 
as dietary intervention, surgery, and dental care, respite care, and 
special vocational programs such as participation in a sheltered 
workshop or work activity c^ter. Needs that are probably universal 
that were least likely to be addressed were dental care (prov ided to 
only 14.2% of the sanple) and respite care (provided to only 20.7% 
of the families in the sanple). There were no significant changes 
in the frequency of service provisions if a child moved from one 
comnunity placement to another. 

Parents rarely were requira3 to pay for these specialized 
services. When parents did pay, it was for diagnostic services, 
psychotropic medication, surgery, and dental care. A small nuntoer 
of parents also paid for respite care, when it was availi)le. One 
explanation for the low use of dental care may be that it was the 
least subsidized service, with over half of the parents who used 
it having to pay for it cut of their own pockets or with private 
insurance. It should also be noted that parents whose children moved 
to a second or third comnunity placement were nuch less likely to pay 
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for nedical or other services* For exaiiple, no parents had to pay 
for dental or respite services during the second or later comnunity 
placeirents • 

Two "generic" ser/icss that were used frequently by children 
vere recreation (used by 60.3% of the saiiple during the first 
comnunity palceirent) and transportation (used by 74.6% of the saiiple 
during the first cciraiunity placement) . It spears that these 
services are relatively well established and are available to a 
large portion of deinstitutionalized children. 

Oi the other hand, vocational training opportunities were 
relatively rare. Oily 28.6 percent of the saiiple received 
prevccational training during the first comnunity placement; this 
increased to 39.3 percent of children who w^t to a second placement. 
Work activity programs and sheltered workshops were ura2 by one-tenth 
to one-fifth of the sanple, respectively. Given that the average age 
of the childroi at placement was 13 years, with many of the children 
in their mid- to late teens, it would seem that prevocational and 
vocational training opportunities would be inportant parts of the 
treatment plan. 

Another inportant service is case management. Only about one- 
half (52.4%) of the children were provided case m?nagenient during the 
first comnunity placement. This inproved slightly (to 60.7%) during 
second CQmnunity placeneits. Given the central role in the placenent 
and treatment process played by case nanagers, these levels can be 
regarded as less than adequate. This filling may be related to the 
relatively high return rate experienced by childrai during the first 
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comiTunity placement. With no one professional responsible for 
procuring and monitoring appropriate services, the likelihood of a 
failed placement wo^^ld increase. Although public schools are not 
mardated to prcvide case management per se, and the decision by area 
agencies to provide case management to children is a local option, 
there seems to be a professional consensus that case managemait is 
the glue that holds an individual child's treatment plan together. 

Like other variables in this study, this one is also subject to 
historical factors. Prior to 1973, there were almosi: no formal case 
managemKit services available. By 1985, they were available on a 
universal basis to developmentally disabled adults and on a less than 
universal basis to children. We faind that all children in our sanple 
placed cut of the institution since 1981 h^e been assigned a case 
manager. 

In fact, several inportant services increased in their 
availability over time. Conparing the pre-1979 placements with those 
that occurred in 1979 or later, we found significant increases in the 
pro/ision of psychotropic medicationr occupational therapy, speech 
therapy, physical ther^y, and case management. Again, these 
findings mst be considered in light of the fact that more severely 
handicapped children were being discharged in the later years. 
Greater use of services may also be related to greater availability 
of case management, as one of the functions of this service is to 
assure that the other needed services are obtained, in any case, 
there is clecirly c. relationship between the increased availability of 
services and the historical period in v*iich placement cxrcurred. And 
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the critical historical factors that would play a role here are the 
iiiplexnentation of federal and state service nendates in 1978 and the 
issuance of the federal district court order in 1981. 

HJucational Placements 
Type and Stability of fflucational Placemmt 

When children left the State School, they usually were 
initially placed in a special non-residential school for handicapped 
children or a self-contained classroom in a regular school. However, 
a significant portion of children (22, 4%) were not placed in any 
school after leaving LSS, Fewer children changed educational 
placements than chaiged residential placements, although 41*8% 
changed educational placements at least once and 17*9% changed 
placements at least twice. As children changed educational settings, 
they v^re more likely to be placed in self-contained classrooms 
in r^ular schools and less likely to continue in non-residential 
special schools, ^fery few children received their education in 
regular classrooms, special residential schools, at LSS during the 
d^, at home, or in other residential institutions. 

During the first comminit^ placement, most children attended 
school in their local commanities. Ojer half (61.5%) c£ the children 
attended public schools in their home districts, while the remainder 
(38.5%) were assigned to private schools or other public schools 
outside of their home districts. 
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The length of educational placements averaged 2.2 years in the 
first placenent, 2,9 years in the second placenent, and 3.8 years in 
the third placement* As with residential placements, the .individual 
variation in length of stay was considerable, with alirost half of the 
initial placements lasting less thsn one year. Children who changed 
educational placements tended to stay in those subsequent placements 
for lor^er periods of time. The relatively shorter length of stay 
in educational vs, residential placenents is probably due to the fact 
that an appropriate educational program was sought only after a 
residential placemait had been arranged. 

In ad'^ition to the services described in the previous section, 
we also asw . sed school-based services such as vocational special 
education and training in self-help skills (also known as activities 
of daily living [AEL]), We found similar patterns here with respect 
to school-based vocational training, in that only about 10 percent 
of children who attended school received any vocational special 
education. On a more positive note, about two-thirds of children 
in school received AEL training. 

When children changed educational placements, it was most often 
due to extreme behavioral problems, changes in the child's residential 
placement, growing too old for a program, or a desire to place the 
child in a more socially integrated setting. Unlike parents' roles 
in residential chaiges, parents rarely initiated changes in their 
children's educational placemoits, Ihey more often played a passive 
role of approving a change in placement but not questioning its value 
or ^propria ten ess for their children. This passive role is 
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manifested in the fact that only one due process hearing occurred for 
the menbers of our sairple* In light of the severe behavioral needs 
of the children and the relative scarcity of school services for 
this population, we expected more frequoit formal disputes between 
school districts and parents. This low level of dispute may be 
related to a low level of expectations on the part of parents • Prior 
to 1978, there were no due process protections for children and their 
parents in the educational decision making process. After 1978, 
protections were available, but children were less likely to live 
with their natural parents, reducing the probability that a foriral 
conplaint sboat a child's schooling would be registered. A 
counterargumait would be that the schools were providing an 
appropriate program^ but the data available from the AGH study 
does not support that notion. 

Historical Changes 

The najor trends associated with tiine were that (1) there were 
significantly fewer incidences in which a child received no 
educational program after comimnity placement- and (2) children were 
more likely to receive educational services in their local districts. 
For exanple, during the years 1970-1972, aliiDst half (47.8%) of the 
children who left LSS were not assigned to any school. By the 1976- 
1978 period, that proportion was down to 14.3 percent. In the most 
recent cohort (1982-1985), all children were placed in an educational 
program after lea/ing the institution. Likewise, during the earliest 
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cohort, half of the children who attended school did so in an out-of- 
district placenent. In the middle cohort, one-third of the children 
were in such placements. And in the most recent cohort, only one- 
quarter of the children attended school outside of their local 
districts. This is particularly inportant considering that the 
children in this most recent cohort were signif icaitly more severely 
inpaired thai those in preceding years. 

However, there were no significant differences in the type of 
educational placements (segregated school, self-contained classroom, 
etc.) ovar time. This leads us to the conclusion that at one level 
the degree of restrictiveness decreased over the 15 year period. 
That is, children were more likely to attend school, and to do so 
in their local comnunities. At another level, the degree of 
restrictiveness could be said not to have changed in that 
opportunities for social interaction with non-handicapped peers 
did not increase. Che of the central purposes of federal and state 
special education nondates has been to assure that handic^ped 
children participate in integrated educational activities with non- 
handic^ped children. In general^ this intent has not been achieved. 
Although deinstitutionalized children are receiving a free public 
education, its appropriateness may be questioned in light of this 
finding. 

This conclusion is supported by the results of the study by 
AC3I Associates. In the Spring of 1985, the New Hanpshire Special 
Education Bureau contracted with AGH Associates to evaluate the 
quality and ^propriateness of the individual education plans (IBPs) 
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developed for deinstitutionalized children attending local public and 
private educational programs. In their review of 20 children's lEPs, 
they found that the lEPs were either nonexistent (30 porcent of the 
cases) , or inconplete (up to 85 percent of the cases in v^ich lEPs 
existed) . The lEPs did not est*>lish the crucial link between the 
child's assessed needs and the developrreit of an ^propriate 
instructional plan. Services identified as necessary on the lEPs 
were not being provided. Less than half of the children were in 
public school progrars (a lower proportion than we found in our 
most recent cohort) , and only one child had any opportunity for 
interaction with non-handicapped childrai during the school day. 
Related difficulties in program iirplementation included ina3equate 
medical care for the childrai, overuse of psychotropic medications, 
inadequate plaining for the traisition from the State School to the 
local program, and inadequate training and technical assistance for 
local staff. Ihese findings support our conclusion that the letter 
of policies and court orders has been met in that childroi have 
returned to their local coiraiunities and been pla::ed in educational 
programs, but the intent of these policies to provide ^propriate 
and socially integrated programming has not yet been achieved for 
most deinstitutionalized children. 

The Effects on Families of Deinstitutionalization 

The ways in which families respond to the deinstitutionalization 
f,s;ocess depend upon the original circumstaices of admission, the 
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experiences of the child and family during the period of 
institutional residency, the severity of the child's handicapping 
condition(s) , the historical period in which both admission and 
subsequent placenent occurred, and the availability of formal and 
informal support networks. In general, parents have had little say 
with respect to the placenent and treatment process. Professionals 
and policy nekers ha/e determined the type and locale of services, 
and paroits have had to adjust to those decisions. D^jring the 15 
year period of deinstitutionalization documented in this r^ort, 
parents have been faced with rapidly changing assunptions and 
policies relative to the care of their handicapped children. What 
is remarkable is the ^ility of parents to a::cept these changes, see 
their intended benefits, and sustain an essential faith in their own 
children's development and in the capacity' of professionals to make 
good judgments • 

At the time of admission to the State School, parents received 
strong encouragenent from physicians, psychologists, and social 
workers to place their children out of the home. Nbt only did these 
professionals view this option as in the child's best interests, 
they also felt such a decision was necessary to preserve the family's 
well-being. Mothers in particular were viewed as at risk for serious 
emotional and physical illness if their disabled child remained at 
home. Both nothers and fathers agreed with this view, stating at 
the tine of admission that continued care for the children at home would 
lead to exhaustion, d^ression, and neglect of other family members. 
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Parents from the two research populations faced somewhat 
different circumstances at the tine of admission. The average year 
of admission for childrai in Population One was 1970; for Population 
Two the average year of admission was 1965. For the latter group, 
institutional placement was seen as an acc^table, common practice. 
Admission was relatively easy, although waiting lists memt either 
sore delay in the process or use of alternative teitporary facilities 
such as the state psychiatric hospital. The placement was expected 
to be either long term or permanent. 

For Population Qie parents, admission was not so easy or 
acceptable. By 1970, in an effort to discourage parents from 
choosing this option, the State School was no longer maintaining 
waiting lists. The requiranents for admission were becoming more 
stringait, and the possibility of the child's subsequent return to 
the family was made explicit. The state adopted a specific policy 
to reduce child admissions and begin returning children to their 
local commanities. Thus, families seeking institutional pla::ement 
in this later era were swiimiing against the tide. However, local 
educational and residential services -were still a long way from 
becoming established. This, the two-option system (home or the 
institution) was still in place, but parents were being told 
inplicitly and explicitly that institutional placement was no 
longer the best possible choice. 

This initial difference in the historical circumstances of 
admission had other consequences. Once the placement occurred. 
Population Two parents were significantly less likely to maintain 
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contact with their children through visits to LSS or by bringing the 
children hone for brief periods, And^ given the way we defined the 
two populations, children in this group remined at the institution 
for nuch logner periods of time (an average of over 14 years for 
those who eventually left) • 

Both sets of parents were initially opposed to the possibility 
of their own children's coimrunity placement and to the 
deinstitutionalization of iientally retarded people in general. 
However^ parents whose children left the State School tended to 
change their views significantly. After a period of coimrunity 
living, pareits of deinstitutionalized children expressed mach more 
support for both the general concept and for its application to their 
own children. They believed that their children were happier and 
that their own families had not been adversely affected by the 
placeitent. Parents whose children left LSS after 1978 were clearly 
more enthusiastic about comiainity placement than parents whose 
children left in earlier years, reflecting a belief on the part of 
parents that the service delivery system had indeed inproved over the 
years. 

Parents whose children left the institution generally believed 
that there were adequate comimnit^ services available. Parents whose 
children remained at LSS were more skeptical ^out the availability 
of such serivces. Neither group was confident that funding for 
community services would continue for the lorg-term future. 
This lack of confidence was clear in the renarks made by parents 

214 



199 

concerning their inability to care for their children if comnunity 
facilities were to be closed, the effect their own aging would have 
on their ability to care for their children, and the lack of 
comnunity acceptance of their disabled children. Ihese anxieties 
were balanced by the immediate satisfactions described by parents 
who saw their children acquire new skills, become more independent, 
and enjoy life in the comnunity. 

Conclusions 

Biese findings concerning children who left the institution 
during a time of significant change in social policies, children who 
remained at the institution during this period, and the families of 
these two groups of childr^ allow us to draw some conclusions about 
the effects of social policies on severely handicapped children. 
We offer tlie following statements based on the results of cur 
investigations: 

1. The population of childroi living at the State School has 
declined from about 350 to almost zero in the past 15 years, 

2. In the early years of the deinstitutionalization movement, 
a significant portion (almost one-third) of children's 
comnunity placements failed. But no child who left LSS 

in the past three years has had to return to the school, 

3. B/en the most profoundly handicapped children have ha3 
opportunities to return to their home comnunities. 
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In recent years, children have been less likely to return to 
their families and more likely to live in some other out-of- 
home arrcHgement, often with six or more other disabled people. 
In recent years, children have been more likely to attend 
school after leading the institution, and that school is more 
likely to be a public one located in the child's home comnunity. 
Children either stay in the initial residential and educational 
placement after lea/ing the institution, or change placements 
only on^e or twice (until the;/ become adults, that is) . 
If a child changes his or her educational or residential place- 
ment, the frequen:::y of such change is limited to orce every two 
to three years^ on the average. The most common reason for 
either returning to LSS or changing placements is extreme 
beha/ior difficulties. 

Parents hsue often been the ones to initiate chaiges in 
residential placements, but rarely are involved in changes 
in educational placements. 

Parents heue had to pay for relatively few of the services 
required by their deinstitutionalized children, with the 
major exertion being in the area of medical and dental care. 
H3ucational and related services have become more avail^le 
in recent years ^ especially since the inplementation of 
federal ard state special education mandates in 1978 ard the 
issuance of the federal court order in 1981. 
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11. There are still few social su^Jorts fot families with severely 
handicapped children. Counseling and respite care are 
particularly rare. 

12. Parents' attitudes toward the deinstitutionalization of their 
children have become considerably more positive as a result 
of witnessing the benefits of comimnity-based care. However, 
they remain anxious concerning the permanence of this care. 

13. Social polijies that relied solely on institutional care, and 
more recent changes in those policies that encourage comnunity 
care, have been themselves sources of pain and stress for 
parents. Changes in policies have occasionally exacerbated 
rather than ameliorated the pain and stress associated with 
having a handicapped child. However, when such changes lead 
to real iitprovement in the services received by their children, 
and to positive changes in their children's developnBnt, 
parents seem willing to overlook the past pain and work hard 
and cooperatively toward future gains. 

14. Litigation based on legislative mandates may be a more powerful 
inpetus for reform than legislative mandates alone. Although 
we detected significant changes in the experiences of 
deinstitutionalized children after the inplementation of 

EL 94-142 in 1978, we observed even clearer inprovements after 
1981, vAien the court order was issued as a result of a law suit 
against the institution and the state. These inprovements were 
noticeable in spite of the fact that the children who left LSS 
in this most recent period had more coirplex and difficult needs 
thai those who left in earlier periods. 
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15, The intent of social policies, and the regulatory and judicial 
fallout from those policies, has not been fully achieved. 
Although trernendous changes ha/e occurred, issues of full social 
integration, the ^propria ten ess and accessibility of services, 
and the creation of truly family-like living arrangements 
remain to be resolved. 

All this meais that the deinstitutionalization of childre* 
has been enough of a success to justify its full continuation. 
Its flaws are repair *le, in light of the evidence presented Y 
that inprcvenents in policies and practices are possible. Furt er 
inprovements will depend on a full commitment from policy makers, 
professionals, and parents. Calls for the renaissance of 
institutional models of care are premature, not founded on enpirical 
evidence, and rooted in political considerations rather than a 
commitment to the full developnent of all pec^le. We can say that 
"deinstitutionalization" has occurred successfully, but the broader 
goal of fall social integration, referred to as "coirmunitization," 
has not been fully achieved. Given the correlation between social 
policy reform and iiiproved outcomes for childrai and their families 
documented in this rq)ort, it is evident that continued efforts will 
yield continued inprovements. 
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Chapter Tten 
Social Policy Recomnendations 

The ultimate purpose of our investigation of the consequences of 
deinstitutionalization has been to assess the success of social policies 
affecting handiccpped children and their families. Becajse one of the 
most, significant and sensitive areas of recent social policy has been the 
shift in locus of services from institutions to comrunity-^ased 
facilities r the reintegration of previously institutionalized children 
has provided one measure of that success. 

As we indicated in the previous ch^ter, there is a good deal of 
evidence that the social policies that evolved in the 1970 's have 
succeeded. However, lessons learned in similar social policy arenas 
cannot be ignored. In the late su-^r of 1985, the American Psychiatric 
Association declared the deinstitutionaljL,-ation of people with 
psychiatric disorders a "major societal tragedy" and a "disastrous" 
failure (Ngw. /qc|<; Tjnp- . Septenfcer 13, 1985) • The alnost total absence 
of adequate commanity support services for this population led to as mach 
exploitation and r'welopmsntal harm outside of institutions as had 
occurred previously inside them. There is a real darker that the 
judgement that deinstitutionalization of psychiatric patients has failed 
will be . eneralized to the experiences of people with rental retaidation. 
The recomirendations ffered here are an attenpt to prevent such 
generalivsations and o advance the process of comminitization o£ people 
with mental retardation so that both the intent as well as the letter of 
laws and court orders m^ be achieved. Our recommendations are as follows: 
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1- Develop Sbafce-w^'jp LpmiUl^H inal Manaqeiient Information Systens for 
greyiouslv Inst.itutiona] i 7ed Indiyi ^^y^t^! 
Che of the nost glaring prcblens that energed in the early stages 
of the research project was the lack of centralized data on previous 
residents of Laconia State School. When we initially ^proached LSS 
administrative staff to learn the potential size of the research 
population, we vere told by various people that the nunter of children 
who had been discharged siace 1970 was somewhere between "a hareJful" ard 
200. When we sought the assistance of the Division of Mental Health and 
Developmental Services in locating potential subjects currently in the 
conraunityHDased service system, we learned that the state-level 
management information system was incapable of such a task . When we 
approached local service providers (primarily case managers), we found 
that local data bases were not well developed anS the manual process 
of identifying ex-residents of LSS would be quite burdensome. 

There are valid reasons to be very cautious in the development of 
centralized data bases on specific groups of citizens. Cur perspective 
as social scientists creates a bias in favor of such information because 
it makes the research task that mach easier and the data more valid. 
But there are other, more justifiable reasons for such a data base. 
The cpiestion of under what conditions ard how to care for people with 
developmental disabilities has never been fully resolved in the Unita3 
States. The cyclical nature of the history of the care and treatjn?,nt 
of such individuals indicates that this is a policy area frought with 
uncertainties. Changing values, econcmic conditions, political 
ideologies, and treatment technologies have led to changes (not always 
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advances) in social policies. Although we recognize that longitudinal 
data bases will not (and shoui/3 not) become the sole source o£ decision 
making in this field , decision making in the conplate ^sence of 
enpirical information cannot be justified. 

Bie danger of intrusive information systems can be counterbalanced 
by careful main'^'vJnence and protections that assure that the privacy of 
individual citizens is not violated. Research branches located within 
state agencies can collect and maintain such lorigitudinal data, as has 
been the case in New York over the past several ^ears. Disclosure of 
personally identifiable information outside of that system can be limited 
in appropriate ways. But there mist be some mechanism for learning how 
either static or changing social policies affect the people they are 
intended to help% Without such knowledge, decisions are made in the dark 
and are too easily controlled by the forces of political expediency and 
ideology. 

2. Create Mechanisms to Help Families Mak e Info rtned Decisions 

Just as policy makers need accurate data in order to make good 
decisions, family menbers, particularly parents, need conplete and 
accurate information in order to know best how to meet the extraordinary 
needs of their disabled meiibers. Hiis r€$)ort has illustrated tlie 
pressure faced by many families whose children placed extreme demands on 
mothe;:s, fathers, and other family nentoers. Until quite recently, and 
continuing to soine degree in the present, parents viewed their options 
as two-fold. Either keep a severely disabled child at home or place 
the child in a public residential institution. In the ^sence of any 
incentives to keep the child at home (other than personal conmitments 
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to neet one's obligation as a parent) , parents felt coerced into 
institutional placement. 

Since the early 1970s, and particularly since Judge Dev one's court 
order in 1981, institutional placement has not been an option for 
families. At the same time, coramnity-based options have been limited 
primarily to adult group homes and small non-public institutions. Other 
alternatives such as adoption, teitporary or permanent foster placement, 
long-term respite care, or supervised semi-independent living 
arrangements have begun to be developed, but their availability has 
not been made known to parents. In addition, the use of preventive 
and habilitative services such as early intervention programs, local 
school-based special education, vocational training, and school-to- 
v^rk transition support is becoming increasingly available. 

These short-term and long-term alternatives to institutional care 
and full-time home care mast be made known to parents and to the people 
who help parents decide vrtiat to do about caring for a severely disabled 
child. ParOTts have a right to be fully informed about what is 
mailable, and their choice of some of these options will serve to 
stinulate the further expansion of ^propriate alternatives. 
3. Support Policies and Prograns Aimgd at fche prg^y^nHon of 
Institufcionali^^atiQp 

Hiere are several ways to reduce dependency on the option of 
institutional care, which is a goal we endorse for both humane and 
esmpirical reasons. One of the ways, documented in this report, is to 
enact and enforce social policies that treat institutional care as a last 
resort. As we said in Chapter Nine, those social policies are in place 
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and are having some ircasnre of success. The major constraint on the 
success of these policies ir, lack of full funding up to authorization 
levci.Ts* Neither the federal nor state legislatures have cppropriated 
tnoijgh money to fulfill the commitments articulated in special education 
mandates (see Chapter Two) • At the state level, one step that could 
reduce dependency on institutional care or other forirs of out-of -district 
placement would be to provide full appropriation for the Catastrojdiic Aid 
program. Hiis would create a major incentive to local school districts 
to maintain severely and nultiply handicapped children in their own 
schools. 

Another approach to preventing institutionalization is to determine 
the historical reasons for institutional placement and then try to 
respond to those reasons. There seem to be two reasons for placement 
that may be responsive to social policy, 

The first is the lack of conmunity-based support for families with 
children who require extraordinary care. As this is a large ana conplex 
area of discussion, we will address it in detail in a separate section 
below. 

The second reason is related to the characteristics of the 
particular chiJd. This study, like othors, found that extreme behavior 
difficulties are a more prevalent cause of - institutionalization than 
extreme medical needs. It is also true that behavior difficulties are 
likely to be the cause of subsequent changes in cc^in^nity placements or 
return to the institution. One of the popular rationales offered for 
continued use of institutions is that there are some children who are so 
medically fragile that they cannot remain at home or in other conuiunity 
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settings near their families. This rationale is not supported in the 
present study. When parents were asked why they xtiaie the initial 
decision to seek placenent at the institution^ problens with behavior 
were mentioned nuch nore frequently than medical concerns. 

This inplies that assistance to families nust enjAiasize behavioral 
management techniques* Although a small nunber of children will also 
require nursing attention, the greater portion of ciiildren at risk for 
out of home placement require a variety of beha/ioral control approaches. 
This might include live*-in assistance similar to the personal care 
attendants used by physically dis^led people. As well, unrestricted use 
of respite care can relieve families of the constant burden of dealing 
with unpredictable, bizarre, or aggressive beha/iors. Conservative aid 
carefully monitored use of psychotropic medications can also provide some 
relief for both the family and the individual. 

4- Create Xncentives and Fullv Ehforce Polic ies That Lea3 to Incrpaa^ 
Social Integration in EHu cational and Residential Settings 
The historical trends evident in New Hanpshire indicate increased 
physical proximity of handic^ped children to non-hand ic^ped peers arri 
adults. Children live and attend school in closer proximity to normal 
society than they did at the beginning of the 1970s. But their 
particular school and living environments still remain out of the 
mainstream. Children tend not to live in natural family settings 
(including adoptive or foster care) nor do they spend mach time each day 
with pec^le who are not disabled. While the institutional population of 
children has been dispersed to coroiiunity settings / it seems that even in 
these local programs, handicapped children tend to be congegrated 
together in relatively isolated environnents. 
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■Riere are numarous exanples of successful ccmnunity integration 
of severely handic^ped children. For exairple, the University of 
Cohnecticut has provided leadership in assisting local high schools 
to integrate severely handic^ped children (some of whom once were 
institutionalized) into regular classrooms. Technologies have been 
developed that address teaching appropriate social interaction skills, 
training teachers to accononodate the needs of severely disdaled children, 
pr^aring non-handicapped students to act as tutors of their disdDled 
classmates, and modifying administrative practices to incorporate a 
broader range of children in public schools (see for exanple Certo, 
Baring, & York, 1984) . 

In a related vein, a great deal of attention has been drawn recently 
to the role of high school curriculum in preparing hanciicapped youth to 
move into the world of carpetitive enployment and independent living. 
Qir finding that special vocational education and on-the-jcb training 
were rarely utilized indicates that there is still imch work to be done 
here- There are some existing imdels in New Hanpshire (e.g., Portsnouth 
High School) and the N.H. Developmental Disabilities Courr:il has recently 
assumed some leadership in the stinulation of "transitional" programs. 
Biese efforts nust be continued and expanded. Vocational training 
programs (rather than sheltered workshops) provide natural and productive 
opportunities for the integration of disabled youth an3 yourg a3ults. 

The major barrier to successful school integration is neither 
knowledge nor technique? it is public attitude axri resistance from 
pockets of uninformed administrators and teachers. These Jatter 
constraints can be overcome through aggressive leaSership from the state 
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Department of S3ucation and through training and technical assistance 
to local schools • It is assumed that once professionals attitudes are 
changed/ and success is denonstrated in the schools, then public 
attitudes and support will follow. 

It should also be noted that there is no evidence that the role 
of financial considerations is clearly understood. In general, school 
administrators prefer to educate their severely harriicapped pupils within 
their own buildings rather than contracting with private vendors. This 
preference is based on the perception that costs of local prograns are 
lower and easier to ronitor. But the cost of true integration, vAiich 
requires smaller class sizes, increased availability of ther^ists 
working in classroom settings, some physical remodeling of school 
buildings, and more training for regular and special teachers may offset 
these savings. It cannot be argued that true integration is more or 
less expensive than either institutional care or comminity-based care 
that perpetuates social isolation. This the decision to provide full 
integration nust be based primarily on an assessment of handic^ped 
children's developmmtal needs and their legally protected right to 
education in the least restrictive environment. 

Integration in residential settings mast also be addressed. The 
recent trend to place deinstitutionalized children in homes with six or 
more residents is a cause for some concern. The large nunber of children 
v*io lived at Laconia State School who had no ongoing contact or legal 
relationship with their parents indicates that this group is especially 
vulnerable to social isolation and ^ridgement of their right to live in 
mainstream society. Currently the provision of residential care for 
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children who live outside of their natural homes is the responsibility 
of the state and local adult-oriented developmental disabilities service 
delivery system. And the incentives for continuing care in natural 
families or adoptive placement are minimal. There irust be a two-edged 
^proach that 1) mandates that out of home placemants for children occur 
in small residences (with no more than one or two other disabled people 
present) and 2) supports natural and substitute families who cbDose to 
care for severely disabled children in their own homes. This latter 
policy issue will be addressed more specifically in the next set of 
recommendations • 

5* Create Multiple Approaches ho the Support of Families of 
DQinst!itaifiQnalig ed Chjidrgn 
There are two areas to be considered relative to supporting 
families* Wae first is the design of supports aimed at families whose 
children are in the process of moving from the institution back to their 
local commanities. The second is the support of families whose children 
live at home or closeby and v*o would be at risk for institutional 
placement if adequate local supports were not avail^le. The present 
study casts some light on the former area# and raises sane questions 
relative to the latter. 

Most families ha^e a strong desire to be intimately involved in 
their children's institutional care and in any decision to move the child 
out of the institution. In both the Daniel Martin and Kerry Gagnon case 
studies included in this r^)ortr the role of parents (in this case 
fathers) was clearly illustrated • Oi the one hand, parents may aJvocate 
for both inproved institutional care and dischatv::^ as soon as possible, 
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even when their children have very severe behavioral aix3 physical 
difficulties* Cft the other hand, parents may view institutional care 
as quite adequate and argue against comimnity plasenent^ Ironically^ 
in both situations we found institutional staff taking the opposing view^ 
Ihis indicates the need for open and frequent coraiunication between 
pc .^:ts and professionals concerning the imnediate services being 
received by institutionalized children and the longer term plans for 
placement. Specif ically^ there iiust be opportunities for: 

1. Early and continuous involvement of parents in decisions affecting 
treatinent, placement, and long-term goal setting for their children 

2. Conpletely open access to a child's treatment program, including 
unscheduled observations, frequent parent-staff conferences, 
and awareness of the purposes and effects of specific treatment 
^preaches 

3. Visits to proposed community placements and input as to their 
potential value for their children and convenience for them as 
they maintain close contact after the placement occurs 

4. Personal conmunication with other parents whose children have been 
through similar transitions to learn of possible pitfalls that will 
be encountered and of ways to cope with the stress associated with 
comnunity placement 

5. Qigoing involvement in their children's program after placement has 
occurred, including the awarding of conplete or partial guardianship 
to parents in the case of children over 18 who are legally 
ir<conpetent (i.e., natural parents should always be the first 
candidates considered if guardianship is being oontenplated) 
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Many of these recoimendations are already in place. The Client Centerai 
Conference required for those who participate in the developirental 
services system is a mechanism for incorporating parental involvenient. 
But our experience is that such a formal proceeding doos not guarantee 
that parents play a meaningful and equal role in the decision making 
process. 

Hie role of personal financial cost nust also be assessed. One 
approach would be to set a policy goal of making the location of care a 
cost-neutral issue. In other words, the choice of in-home vs. out-of- 
home care should lead to neither savings nor costs for families. If this 
were the case, then placement decisions would be independent of family 
financial constraints or goals. Upwardly mobile middle class families 
should not be financially punished for ha^^ing their ciiildren return home 
(or remain at hone in the first place) , and lower income families should 
not be forced to choose between meeting basic family needs or bringing 
their disabled children home from the institution. To go a st^ further, 
the range of out-of-home options should also be cost-neutral. That 
iSr the use of adoptive or foster care, group homes, or residential 
institutions should not present differential costs to families. Such 
a policy principle would remove a good deal of the personal stress 
associated with placement decisions. 

TUming to the issue of supporting families whose children ha/e 
already returned home or whose children never lived at the institution 
but who would be at risk for such placement, we find imch h» been said 
about this topic. Cne of the most recent and cogent analyses is provided 
by the Human Services Research Institute (Agosta & Bradley, 1985). Six 
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of their recommendations (pp. 252-262) relate directly to this study. 
These are: 

1. Family support programs should be designed to enpower families and 
persons with developmental disabilities. This principle involves 
recognizing families' commitments to caring for their own disabled 
menberSr encouraging family independence from the formal service 
system^ and incorporating the views of the family and disabled 
person as to the design and delivery of services. 

2. Family support programs should provide families with nultiple service 
options. Just as individualized services are mandated for dis^led 
childra:! and adults ^ services for families irust be individually 
designed to meet the unique needs of each family. The only way to 
fulfill the goal of individualization is to malce avail^le an arra/ 
of services enable of responding to a variety of family 
circumstances. At the core of this array laist be a::cessible options 
that allow families to care for their disabled children while still 
ireeting their other demands. Respite care is the most cbvious and 
underutilized conponent of such an array. 

3. Family support programs should make greater use of cash programs. 
If. an array of individualized services is available # then families 
nust be provided with the resources to independently make use of them. 
The experience in several states has been that such cash assistance 
programs^ available on a near-universal basis to families with 
severely handicapped children, are cost effective and responsive 

to individual needs. 
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4. Family support programs should inake greater use of options under 
the Medicaid program. New Haiipshire ha^ i*ipl^::v.at9a both the 
Comnunity Based Waiver Program arx3 the Model Waiver Program^ but 
there remains nuch confusion about the use and effectiveness of these 
approaches. The potential for major national reform of Medicaid 
policy relative to the care of disabled children ana adults is 
unclear. Service providers and families irust be fully informed about 
the availability of these programs, and policy makers nust seek to 
implement more permanent solutions. 

5. A national study should be undertaken to identify the social and 
economic characteristics of families with members with developmental 
disabilities and to estimate their numbers. 

6. A study should be made of sociological and demograE^iic trends related 
to the family's caregiving c^ability. These last two rffiommBxdations 
are clearly applicable to New Hanpshire. They also are related to 
the first set of policy recommendations in this chapter* In order 

to serve families with disabled children well, we need to know viiere 
those families are, how they are currently coping, and what their 
needs will be as their children grow older arrf move from one kind 
of setting to another. 

There is a danger in social policies affecting handicapped children 
that their end result will be what Farber and Lewis (1975) refer to as 
"progressive status quoism." Analyzing provisions for parent involvement 
in the education of their children, Farber and Lewis call attention to 
policies that require a central role for parents as teachers and decision 
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makers. Although such policies eppear to be progressive and are 
justltiable eirpirically, they have the potential to exonerate 
professionals of responsibility for significant change in children. 
If a child fails to benefit from an a3ucational program in which his or 
her par«it plays a central role, then the blame for failure is at least 
shared by, if not transfered conpletely to, the parent. Professionals 
"give up" their power and influence by sharing them with parents, but 
they also may give up a sense of culpability if their efforts do not 
lead to desired outcomss. Thus the appearance of progressive policies 
and practices is created, but the status quo that suppresses human 
development is maintained. 

The situtation described in this r^rt may be analogous. That is, 
social policies aimed at moving children from public institutions into 
less restrictive comnunity settings are viewed as progressive a«a 
desirable, Obey reflect years of parent and professional aavocasy a«3 
strong enpirical support for the ill effects of institutional care. Yet 
the intent of these policies — integration of children with disdailities 
in social and educational mainstreams — has not been fully achieved. 
Fifteen years after the beginning of the deinstutionalization mDvenent, 
comimnitization renains an elusive goal. Some observers may question 
whether we are practicing progressive status qjoism if the consequences 
of the social policies of the past decade ha/e been to nove children 
from one environment to another without actually increasing the degree 
to which th6y have become fully participating menbers of the comnunity. 
The resolve to transform deinstitutionalization into ccnmunitization has 
not yet be«i fully demonstrated. 
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This inconplete process has left chilc3ren with severe handicapping 
conditions and their parents caught in the middle. On the one hand, we 
have virtually eliminated institutions as options for the placement of 
developmantally disabled children. On the other hand, the option of 
caring for children at tiome is limited by the lack of both formal and 
informal support systens for many families. Families still feel 
tremendously burdened and are anxious about the permanence of conmunity- 
based care. Children in public schools have minimal opportunities to 
learn with and from their able-bodied peers. Necessary educational and 
therapeutic services are prescribed but not always delivered. Comminity 
living facilities are rarely family-like in size or structure. 

We are not arguing that deinstitutionalization has not worked as 
intended. Rather we are saying that there is nuch progress that nust be 
made if we are to avoid maintaining the status qio. The recOTimendations 
in this chapter are consistent with the increnental but progressive 
qualities that have characterized social policy reform in the United 
States. There is nothing revolutionary or inpossible proposed here* 

Some may ask the cjiestion, "So what?" If children have been 
conpletely removed from institutions, and no nore are being admitted, 
isn't the information in this report a piece of history with no relevance 
for future practices? The answer to this question lies in the larger 
historical context of the treatment of handicapped children. There are 
no guarantees that social policy will remain stable and linear into the 
long-term future. Given the imcertain/cy that has marked this arena of 
social policy r and the powerful forces of economic and political 
exigencies, some future generation (perh^s the next one) will confront 
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t>4 v.' -a issues, albeit in a different historical and ideological 
framework. Societies in all likelihood will continue to search for 
havens for their 6<^jisnt ard damaged meirbers. Whether that search 
leads to the natural, safe, and aatoncmous environment of families 
in local coinnunities cr back to the contrived, inpersonal environnents 
of resixaential institutions is a decision in which all of us itust 
continue to participate. 
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IATROGENIC TE^OMENT: THE STORf CP DANIEL iMARTIN 



In tr eduction 

The story of Daniel Martin is not one that anyone in the field of 
human services can ignore. From the early childhood years through ^olesence 
and into adulthocd, Daniel's life has been the result of his own misfortunes/ 
the lack of services that would enable his family to overcome Daniel's special 
needs, inadequate and inappropriate treatment in residential institutions, arx3 
little opportunity for movement into more normal ccmnunity-based environments. 
We have chosen to include Daniel's story because it is representative of the 
WDrst that can occur when too few resources are made av. ailable to soriEone who 
is in such extrene need. In spite of a devoted arx3 cohl . c t nther, 
concerned professionals at the State School, and the best intentions of those 
who manage comiwnity services in Daniel's home town, his life has been neither 
happy nor fulfilling. In this case, we can see the dark side of being 
severely retarded and living in a residential institution during the 1970 's. 

Although Daniel is a member of Population One in this study becaise he 
left the State School while he was still in his childhood, he never lived in a 
normal conmunity until he became an adult. His "commanity placenent" was to 
New Hanpshire Hospital for a period of four months when he was 20 years old. 
In 1985, after living in the two public residential institutions in New Hanp- 
shire for 21 years, Daniel moved into a group home in the comminity in which 
he was born. He was 26 years old. 
Background 

Daniel Martin was born in 1959. His father, John, worked at the tiriE, as 
he still does, as an asseirbler for a local manufacturer. John haS a few iears 
of high school before he began his lifelong work. Daniel's mother, Muriel, 
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conpleted grade school and has since worked at home, caring for Daniel's older 
sister and Daniel until he was institutionalized. Muriel has had several 
boughts with nvental illness, and has been hospitalized for prolorged periods 
of time during the nost severe episodes. 

Daniel's early years were marked by tenper tantrums beginning when he was 
six months old. He was quite sick during his first i^ar, v^en brondiial 
asthma and a high fever resulted in a period of hospitalization. He was also 
prone to accidents, having several serious falls involving heaJ injuries 
before he was two years old. By the time he was five, his parents found it 
very difficult to control his tenper and beha/ior. On the aJvice of their 
family physician and a local child guidance clinic, they sought placenent of 
Daniel at Laconia State School. John and Muriel felt they were not capable 
of haxvaiing his severe behavioral problems, and his chronic bronchial illnesses 
also created a continuing strain on the family. There were no residential or 
educational alternatives in their own ccmnunity. 

When the parents applied for admission to LSS in 1964, the enrollnent 
there was already over capacity. It was suggested that Daniel be tenporarily 
placed at New Hanpshire Hospital (NHH) until space at LSS became available, 
and this interim placement soon occurred. At NHH, Daniel became very upset. 
He had always been very attached to his family, and this ^rupt separation and 
placement among older children and adults with severe behavior disorders led 
to more severe problems in Daniel. He lived at NHH for ten months before 
moving to the State School. 

When Daniel moved to LSS in 1965 at six years of age, he was di^nosed 
as severely man tally retarded with psychotic tendencies. He was healthy, 
could take care of his own basic needs, and could commanicate effectively with 
others. His only major problem seemed to be his severe tantrums. No further 
mention is found in the records of his bronchial corxJition. 
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Soon after Daniel moved to Laconia State School, he was placed on hea/y 
dosages of medications to reduce his oppositional and sometimes violent 
behaviors. The use of these medications was inconsistantly monitored due to 
the absence of a single physician who could oversee Daniel's treatment. 
During the late 1960 's and throughout the 1970 's, LSS had no regular physician 
on its staff. Local physicians from the Laconia area would rotate 
responsibilities at LSS on a weekly basis, so a particular physician's 
preference for a particular drug seemed to be vAiat determined Daniel's type 
and amount of medication over this 15-year period. Daniel's medication 
history is revealing of the way in vAiich some severely disruptive residents 
were treated during this era. 

In 1965, Daniel began receiving Mellaril, an antipsychotic, and Librium, 
a tranquilizer. Mellaril became the primary antipsychotic drug used 
throughout his stay both at LSS and later at New Hanpshire Hospital. In 1966, 
Daniel also received PhenobariDital, a sedative often used in conjunction with 
other drugs to control seizure disorders (vrtiich Daniel did not ha/e) , and 
Vistaril, a tranquilizer. Beginning in 1968, Daniel was given Thorazine, 
a tranquilizer, and Dexadrine, an airphetamine. By the early 1970 's, he was 
back to Mellaril, with occasional reliance on Stelazine, an antipsychotic 
drug that the Food and Drug Administration classifies as ineffective in the 
management of behavioral conplications associated with mental retardation. 
In 1973 and 1974, Daniel was given Thorazine, Valium, Stelazine, and 
Mellaril. From 1975 to 1979, he received both Mellaril and Serentil, a tran- 
quilizer. In 1980 and 1981, Daniel was on Mellaril and Librium. In 1982, 
Thorazine, Haldol, an antipsychotic, and Navane, a tranquilizer, were 
prescribed. Daniel had a toxic reaction to the Navane, and it was shortly 
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discontinued. Throughout this 15-year period* these various medications were 
given sinultaneously as well as sequentially. Some of the intake periods were 
as short as one week, because the physician on rotation for a particular week 
would often change the prescription ordered by the previous week's physician. 

As early as three years after these prescriptions began, one physician 
wrote in Daniel's medical record, '•The patient has this far had Vistaril, 
Mellaril, Dexadrine, Dilantin^ and Phencbarbital with no effect on behavior 
one way or the other because he is psychotic." Che >ear later, another 
physician ordered that all medications be discontinued. One wed^ later, a 
different physician, writing immediately below the previous order, prescribed 
Dexadrine r Mellaril, and Tliorazine. The next note of concern appears eleven 
years later, when a physician noted possible signs of neurological damage due 
to prolonged use of tranquilizers. 

At the same time Daniel was receiving these various drugs, his beha/ior 
remained problematic. Staff noted that Daniel became agitatai and aggressive 
in overly stiimlating^ noisy, unstructured' environments. In quieter, more 
structured, less distracting settings, hL> ' eha/ior inproy*^ noticeably. 
Staff also noted that Daniel's aggressive behavior inc * ^ if he did not see 
his parents on a regular basis. His clinical records throughout this period 
refer to lacerations and bruises as the result of his assaults on others and 
their assaults on him. In 1979, Daniel's arm was broken when a staff member 
attenpted to restrain him during a fight with another resident. 

The poor progress and continuing problems with beha/ior management 
pronpted the LSS staff to recommend that Daniel be transferred to the state 
hospital in 1979 for evaluation purposes. Daniel's father agreed, and Daniel 
moved back to the Hospital, where he had been originally placed 14 years 
earlier. At the time of the placement, Daniel was described as having some 
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reaaing and writing skills, capable of feeding, dressing, and toileting him- 
self, and able to interact positively with others if given encouragement and 
assistance. He also was frequently violent towards other residents or staff 
and occasionally damaged property, was rebellious, engaged in stereotypical 
behavior, and raade inappropriate sexual aSvances. It was also suspected that 
he was having hallucinations. After four nonths at the state hospital, the 
staff there determined that Daniel's prinary diagnosis should remain mental 
retardation rather than pychosis, and he was sent back to LSS with a resonuien- 
dation that one-to-one supervision be made available in order to roSuce the 
need for over-medication. No changes in his beha/ior were noteS as a result 
of this brief placeman t outside of LSS* 

Daniel's family kept in close contact with him during his residency at 
LSS and the state hospital. Both parents visited him at LSS monthly through- 
out the 19 years he lived there. They also brought him hoine for brief periods 
several times each year. Daniel's father, John, was especially involved in 
overseeing his care. John became an active member of the LSS ch^ter of the 
Association for Retarded Citizens, and during the period of litigation in the 
late 1970 's began to take a more active role in the decisions that affected 
Daniel's treatment. 

John's major concerns from the late 1970's to the mid-1980's fccussed on 
Daniel's physical safety and the heavy reliance on medications. John became 
increasingly concerned after 1980 when he observed that Daniel wai^ acting very 
withdrawn and drowsy during his visits. He frequently contacted LSS staff to 
question the use of the medications. These contacts soon resultei in his 
being labeled a^, a nuisance by the staff. Ihey felt that he was overreacting 
and was m^iddlir?-^ in an area he knew nothing ^out. 

In 1982, Daniel began to regurgitate soon after his meals. John viewed 
this as a sign of over-medication (Thorazine was t-he primary drug at the 

247 

5 



tine); the staff interpreted the problem as purely beha/ioral. The result was 
a behavioral program that consisted of making Daniel clean up his own vcmit 
an5 then placing him in time out. The Thorazine dose was also reduced because 
of extreme daytime drowsiness. A drop in the frec;uancy of regurgitation was 
soon noted. 

For a variety of reasons, Daniel received little formal programming while 
he was a resident of LSS. Partly due to his ^gressive beha/iors, partly due 
to the heayy nedications, partly due to the fact that he was essentially 
intact and healthy, and partly becaase they sinply vere not available, Daniel 
did not participate in many activities that would ha/e prepared him for life 
in the ccmmanity. He did join other residents on regular trips into the city 
of Laconia after 1980, where his behavior was nota3 to be nuch better than it 
was at LSS. Ihe one-to-one supervision recommended by the Hospital staff did 
not occur. 

Under the pressure of the court order, LSS staff began to project com- 
nunity placeirent for Daniel. John iMartin was strongly in favor of such a 
placement, but only if it could meet Daniel's nee2s and if it meant a reduc- 
tion in the amcxmt of medication he used. In late 1982, the LSS staff devel- 
oped a plan for eventual comnunity placement, and in early 1983, a case 
manager from Daniel's home comnunity was assigned to search for an appropriate 
residence with adequate services. 
I^e Transition 

Daniel's return home took a major detour. Because of his persistent 
behavior problems, it was again recommended that he be placed at New Hanpshire 
Hbspital for evaluation purposes. So in the fall of 1983, Daniel moved to the 
Medical Services Building at NHH. He was assigned to the Tobey Building, 
which is intended for mentally retarded psychiatric residents, but lack of 
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available space there resulted in the tanporary residence in the inf innary. 
At the time of this mover Daniel had begun to show signs of a seizure disorder 
that his case manager believed was partly due to the prolonged use of 
psychotropic medications* He was subsequently diagnosed as having tardive 
dyskinesia as well as active tuberculosis. 

While at the Hospital r Daniel received regular medical attent:ion and 
counseling. Ifo educational or vocational training was provided other than 
behavior modification. Case managenent was provided both by the developnental 
services agency in his home comrtunity and by the Hospital social services 
staff. Recreation activities were also available. Due to the tenporary 
nature of his plscement there , ax^ to lack of available and appropriate staffs 
no specific prograinming was provided that would prepare Daniel for the 
eventual move into a less restrictive environment o 

During this period, the local developnental services agency was 
attenpting to create a small group hoite that would be capable of meeting the 
needs of people such as Daniel who had severe beha/ioral disorders. The 
agency first targeted June of 1983 as the tine at which such a facility would 
open. Due to la2k of adequate state funding and the need to rapidly develop 
other comnunity-based prograns, the intensive beha;ior shaping group home 
was delayed. The tenporary stay at NHH turned into a 20-mDnth residency. 

In raid-1985i a private contractor specializing in the development of 
comnunity residences for people with severe mental retardation was hired by 
the developmental services agency to create such a facility. Daniel was 
identified as one of the first people the agency wished to place in this 
privately-run hone. Even before such a home was coirpleted, the private 
contractor, the Institute for Professional Practice, mede arrangements for 
Daniel to live in a supervised apartment in his home town. He moved into the 
^artinent in July, and then mov^ed into Uie coir{>leta3 home in OctdDer, 1985. 



The new home has four other residents with needs similar to Daniel's. 
Here, Daniel participates in regular eaucational prograins aiiDed at reSucing 
his inappropriate behaviors and enabling him to function in the conurunity with 
minimal supervision. He has made the adjustnent to this raSically different 
environment quite well. His parents report that they are very pleas^ with 
the group home, and that Daniel seeras to like it. Obey visit him three times 
a week, and bring him to their home for occasional overnight stays. In 1985, 
Daniel spent Thanksgiving at his parents' home for the first time since he was 
four years old. 
Future Plans 

It is too early at this point to predict what will h^pen to Daniel over 
the next few years* Short-term goals emphasize /. ng the medication he 
receives to a minimal level while providing a structured and stimalating 
environmsnt* Hie civility to hold down a regular job and more fully 
participate in comnunity life will depend on the degree to which Daniel's 
behavior becomes less aggressive. Already there are hopeful signs that his 
new home, more contact with his family, and frequent opportunities to function 
in cOTumnit^ life are leading to more normal behaviors. The time needed for 
Daniel to learn how to interact appropriately with other people, especially 
with women who he previously only knew as institutional scaff or fellow 
residents, will be considerable* Having never had these opportunities, it is 
very difficult to know where Daniel's true potential lies, and to what deqree 
a lifelong history of institutionalization will limit the developitent of tliat 
potential* But Daniel is still young and has a caring family closeby. These 
will be his most inportant assets as he begins a new life. 
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"RAT^S ARE NOT ENOUGH": THE STOFK CF KERRT GAGNON 



Kerry Gagnon's favorite time is in the naming, when she usually wakes 
early and spends a quiet period with soneone who can help her put on her ma^ze- 
up and perfome. She especially likes to hsR^e her hair fixed neatly before the 
day begins. Her friendly inanner, quick smile, and engaging personality mean 
that others don't mind helping with this early morning routine. 

Kerry lives in a group home with several other people who ha^e severe 
mental and physical disabilities. She stands out among her peers as *'the 
belle of the ball/" as the house manager puts it^ because of her sociability 
and her bright mind. Although she is unable to speak or move " om one place 
to another without assistance^ Kerry obviously has many iitportant qualities 
valued in any young woman. She has a strong self concept, is cooperative with 
her professional caregivers, and is extreniely curious about the world arourd 
her. She is h^py about living at this home, where she ircved in Deceirber of 
1984. Prior to that time, Kerry had lived at Laconia State School for twelve 
years* 

Kerry was born in the fall of 1966. Her birth was unconplicatoa , ard she 
and her mother came home from the hospital soon af her the birth to join her 
older brother and her father. She and her family lived in Massachusetts at 
the time of her birth. 

At six months of age, Kerry •s mother began to be concerned ^out her 
daughter's development, tos. Gagnon noticed that Kerry hsd difficulty sitting 
and rolling, and she observed some difficulty in using one side of her body as 
well as an unusual tightness in the hand on that side. By 17 nonths of age, 
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Kerry had experienced several seizures/ some of which lasted as long as 20 
to 30 minutes. I4rs. Gagnon sought help for Kerry at an urban hospital. 
There Kerry was diagnosed as having microcephaly r spastic diplegia, and 
significantly delayed developnent. Her developirent was equivalent to that 
of a six-month old infant/ and there were no signs that her development was 
progressing beyond that level. Kerry's parents sought a3ditional help over 
the next several months, but there were no programs available in the 
Manchester area, where the family had recently moved. 

After exhausting the available resources in their local corratunity, and 
realizing there was no one who could help them in Manchester, Mr. and Mrs* 
Gagnon brought Kerry to the Laconia State School for an evaluation* At 
the time, LSS was the only place vrfiere such comprehensive evaluations were 
off erred in New Hanpshire. Kerry stayed at LSS for two weeks. At the end 
of this period she returned home with an evaluation r^ort that recommended 
physical ther^y and continued observation. As there v^are no qualified 
physical ther^ists in Manchester who could provide the recommended treatment, 
Kerry returned to LSS every few months for a brief period of ther^y. She 
also stayed at LSS for several weeks at a time when her parents went away on 
summer vacations. 

In the summer of 1972, Mrs. Gagnon had surgery that prohibited her from 
lifting Kerry. This limitation quickly became a major factor in Kerry's 
ability to remain at home with her family. Mrs. Gagnon 's physician 
recommended that Kerry be admitted to LSS as there were no services in the 
local area that could meet her needs and her continued presence at home v^uld 
create an iiqpossible burden on her family. At the time of her admission in 
July of that year, Mrs. Gagnon wrote to the LSS social worker. 
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I do not know if this is best but under professional advice, I am 
willing to give it a try if it will in any way help rry daughter and 
make her life happier. I understand that I will be kept well in- 
formed as to her progr - ; needs and can see her often. 

After her admission , Kerry was again evaluates. It was apparent from the 

evaluation that she could not walk, talk, or use the toilet. Her measured IQ 

was below 20, and the diagnosis of profound retardation was assigned to her. 

Liifg at LSS 

In spite of this pessimistic diagnosis, the staff at LSS recognized that 
Kerry's severe physical disabilities were the major source of her limitations* 
Her intellectual edacities were judged to be significantly more advanced than 
her physical and self-help skills* Tlie staff at King Building, where Kerry 
spent nost of her time while living at LSS, decided to try to enhance Kerry's 
intellectual edacities as mch as possible. She was described by her care- 
givers as an "extremely bright, personable > and oriented young woman who 
enjoys social interactions." Kerry understood anything that was said to her, 
although she remained unat.'.e to speak due to the severe limitations caused by 
the cerebral palsy. She was able to comimnicate her thoughts and emotions 
through laughter, crying^ pouting^ and refusing to cooperate. Shf> also could 
point to things she wanted or places she wanted to go. She clearly hai a 
strong personality and possessed many abilities within hezr damaged body. 

Because of her outgoing personality and her intellectual strengths, 
staff at LSS concentrated their efforts on Kerry moreso than m^st of the 
other residents in King Building. O/er the years, she received occupational, 
physical, and speech therapy. She was taught some basic signs and gestures so 
she could express her wishes ^ and she was given a sinple commjnication board 
to expand her vocabulary. She learned to help others get her dressed, feed 
herself with special utensils and dishes, an5 man^u^er bet electric wheelchair. 
She continued to be dependent on others for ba-^hinr, ij^othb rushing, and toileting* 



During her stay at LSS, Kerry's family was closely involved in her care. 
Although her parents v^re divorced shortly after her initial admission r and 
her ittDther subsequently moved away, her father and st^mother reniained in 
regular contact with Kerry and the staff at King Building. They visitea 
Kerry about five tines a year during this 12-year period. During the sumirers 
of 1982 and 1983, Kerry went to summer canp. 

Hiroughout her residency, Kerry was seen as a good candidate for 
comntmity placement. In late 1978, Kerry became one of the first LSS 
residents to be assigned a cormunity case manager whose job was to advocate 
on her behalf and seek an appropriate coimtunity residence.' The appointment 
of a case manager for Kerry occurred because her family h^pened to live in 
a region where one of the first experimental case management systans in New 
Hanpshire was established. The case manager quickly began an active search 
for a foster home or group home that could meet her needs. A target date of 
June 30/ 3 -79 was selected as the time at \A\ich Kerry would leave LSS and 
return life in the comnunity. 

Kerry's father and mother did not initially approve of the idea of 
comimnity placeman t. Ihey both felt that Kerry was well cared for at LSS, 
and that there was no suitable comimnity program available that could meet 
her needs. Although the case manager found foster parents who vere willing 
to care for Kerry and who lived close to Kerry's father and stepmother, Mr. 
Gagnon objected to the placenent on the grounds that t^eery was happy at LSS 
and ha3 grown attached to the "foster grandmother" who visited with Kerry on a 
regular basis in King Building. Mr. Gagnon said at the time, "If we take her 
from this environment and place her somewhere different, she will be unhappy 
and this is the last thing I want is to make my daughter unh^py." He wanted 
more time to think about the idea of comnunity placement, "as it is a big 
decision to make." Mr. Gagnon 's resistance to the idea of community placement 
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did not change over the next few years, and active efforts to locate an 
appropriate home outside of LSS were not pursued. However, the pressure of 
the 1981 court order, the continuing belief on the part of LSS staff '.hat 
Kerry would benefit from comimnity placement, and an emerging confidence on 
the part of her father that such a move would be for the better eventually 
led to more concrete plans for comnunity placement. 

In the summer of 1984, a plan was developed by a team that included 
Kerry's parents, teachers, therapists, case manager, and LSS support staff. 
The resulting Individual Service Plan (ISP) outlined Kerry's needs and 
described in detail the t^pe o£ residential and educational program that 
should be provided in the comnunity* The ISP established October 1 as the 
date on which the transition from LSS back to the comnunity should occur. 
In order to assure success in the transition, it was recommended that Kerry 
be gradually moved out. She was to visit ^propriate group hones several 
tiroes before a final decision was made and the move became permanent. 

The first home found by Kerry's case manager was felt to be in^propriate 
by the LSS staff. It was located in an isolated rural comnunity and was not 
designed to accommodate Kerry's wheelchair. The other residents were all 
geriatric clients who would "not be able to take Kerry's loud nusic" according 
to her LSS social worker. Subsequently, this home was rejected as a 
possiblity for Kerry. During September and October, several other possible 
placements were considered, but none were believed to be capable of meeting 
Kerry's needs. At LSS, direct care staff were assigned additional clients in 
anticipation of Kerry's departure, which was not forthcoming. They described 
her status as "in linbo" during this period. Although they wanted to continue 
appropriate programming for Kerry, particularly with respect to her comnunica- 
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tion skills r the staff was unable to plan relevant activities without knowing 
where she would end up or when. They also expressed frustration at not being 
informed of changes in plans for Kerry. 

In October, a new home was located that would accomnxDdate Kerry's 
wheelchair and where the other residents were closer to Kerry's age. Kerry's 
father appro^/ed of this placement, and plans were niade to proceed with the 
nove. Ain opening at the home was anticipated in the near future when one 
of the current residents moved out. Ihis became a major problem as Kerry's 
placement was continually deferred to a later date due to delays in moving 
the current resident. 

In early Noveirber.- a transition plan was createS. LSS staff met with the 
group home staff to discuss Kerry's needs and ways to provide continuity in 
hen programming. Kerry's parents met with her case manager to also discuss 
the best methods for assuring a smooth transition. Services that would be 
required in the comnunit^ home included physical therapy, speech therapy, 
wheelchair maintenance^ and nursing services. Not all of these were available 
at the home, so additional work was necessary before the move. A two-waek 
transition period was designed to allow Kerry the opportunity to visit the 
home, have dinner with the other residents j spend a night, and visit her 
proposed educational program in a neariDy city. 

During these trial visits, Kerry's father came to the group home to 
welcome and reassure her. She cried on the first day when she was separated 
from her closest friends on the LSS staff, but soon showed signs of accepting 
the pending change. BBt social worker at LSS described her return from one 
visit, when Kerry "started packing her clothes." She understood what was 
planned, and was eager to niake the move. 

O/er the next six weeks ^ there were further delays. On several 
occasions, Kerry was about to leave LSS for a visit to the group home but 
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no one came to pick her up at the agree3-upon time. At one point, the group 
home staff requested that LSS keep Kerry indefinitely as the group home was 
understaffed. The group home staff also requestea a 30-<3ay notice prior to 
the final move. During this period, Kerry said good-bye to her friends at LSS 
three different tines anticipating her final departure. Hie uncertainty began 
to affect Kerry, and she had several toileting accidents and screened in anger 
at the staff. On the other hand, her father saw the value of prolonging the 
transition process as it gave Kerry more opportunities to visit the home and 
get used to her new environnent. 

Finally, on Decenber 18, 1984, over five years after the initial decision 
to place Kerry in a more normal environment, she made a permanent move to a 
group hone within close driving distance of her father, sixty miles away from 
LSS, and about 15 miles away from the private school she was to beqin 
attending. She was 18 years old. 
Tiife in the ComminH-y 

Kerry expressed nuch h^piness about her new home. She maSe the 
adjustment easily, developed friendships quickly with the staff at the home, 
and began a more normal life that included taking care of her own clothes, 
helping with msals, going swimming, eating in restaurants, shopping at malls, 
and listening to Michael Jackson records. She h^ regular visits to a 
dentist, physician, gynecologist, and optometrist. The major shortcoming of 
this new life is the lack of opportunities to interact with others her own 
age. Although the other residents at the group home are also young a3ults, 
they have such severe intellectual and social limitations that Kerry is unable 
to benefit from their presence, she is unable to conmunicate with them, and 
"rarely knows the other clients are around" according to a staff menber. 
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Kerry attends school daily at a private development center. She is 
enrolled in the Iteen Development Class with other young aJults from 17 to 20 
years old. She enjoys going to school, is well liked by the staff and other 
students, and generally works hard on her educational program. She receives 
individual instruction for imch of the day in areas of self-feeding, physical 
therapy (which she also receives at home), social skills, ccnurunication, 
personal care, and pre-vocational skills. She is also learning to reaa. 
Hie school takes Kerry and her classmates swimming, bowling, and on other 
coninunity outings regularly. 

One of the biggest problens that has occurred in this transition is 
maintenance of Kerry's v^eelchair. As hers is in poor condition, it is not 
satisfactory for the frequent trips she takes from home to school and out into 
the coitmunity. Another major problem has been in developing an ^propriate 
educational program that f ^ her specific needs, staff at the group home are 
concerned particularly th:.^t ' e cannunication program at school is not well 
designed and not easy for Kerry to use. 

During this early period of comirunitY adjustment, Kerry has been 
fortunate to have a family that has provided mach affection and protection 
for her. Shortly after her move to the group home, Kerry's natural mother 
traveled a considerable distance to visit her, the first direst conta:t in 
several years. Kerry has pictures of her natural mother and her brother at 
her bedside in her new home. 

Mr. Gagnon is very pleased with the move into the comnunity. He 
visits Kerry at least monthly and talks at length with her and the other 
residents. Kerry's stepmother seems to be more anxious about the stdDility 
of the placement, and worries that Kerry will have to move into her and her 
husband's home if the placement should somehow not succeed. 
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Future Plans 

When Kerry becomes 21 years oldr her educational program will cease. Her 
severe physical limitations and lack of vocational training over the past 12 
years make gainful enployment highly doubtful. She will require continued 
therapy to assure maxiimm mobility and comnunication skills. The group home 
staff hope she can move into another group home with fewer people who ha/e 
abilities more similar to Kerry's. 

Perhaps the greatest area of need in Kerry's future, and the one that is 
hardest to meet, is not to change Kerry, but to change the car^/runity in v*iich 
she lives so it is better able to accommodate her needs and the needs of others 
like her. As one staff menber at her present home says, "The conmunity needs 
to be aware, involved, and understanding. In order for people like Kerry to 
get the nost out of comnunity life, the comiiunity has to adapt to them and 
accept ' ra. Eanps, rails, and elevators are not enough." 
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STMI^^G CLOSE TO HCME: THE STOKT CF CHEKTL BONAVENIURE 



In trodunh inn 

Cheryl Bonaventure is a 17 year old woman who has lived ;.m Laconia, 
New Hanpshire all of her life. For the first 11 years, she lived at home 
with her family. Then, because of her nultiple diisebilities, ait3 the 
resulting stress faced by her parents, she was a3mitted to Laconia State 
School. She reniained there for five years, all the while continuing to 
attend the public school in her home cotiinunity. Cheryl left the State 
School in June of 1984, and presently lives with Joan, a woman who works 
as the teacher's aide in Cheryl's classroom. Cheryl is able to visit 
with her family every weekend. This story is about the ability of a 
family to stay close, both physically and emotionally, during and after 
the institutionalization of one of its nent)ers. 
Cheryl's Rackyrminr} 

Cheryl's handicapping conditions were cbvious imnediately after her 
birth in 1967. she was subsequently diagnosed as having a convulsive 
disorder, cerebral palsy, vision and hearing inpaiments, an3 a 
comrmnication disorder, since early childhood, she has been classified 
as severely mentally retarded. In the early years of Cheryl's life, her 
irather had no one to talk to about Cheryl's needs, and was unaware of how 
to meet those needs. Mrs. Bonaventure remained at home for seven years 
to provide full time care for Cheryl. There was no educational 
proyramraing, domestic help, or respite care available. Cheryl's parents 
had no knowledge about how to neet her special neeis. Her mother ha3 
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graduated from high school, and her father graduated from college, but, 
like most people, there was nothing in their background to prepare them 
for the demands cretited by caring for a severely disabled child. 

When Cheryl was eight years old, sfcs began attending a day care 
center organizea by a group of parents. There was no special education 
at the day care, but the opportunity to be with other children, and the 
relief for her mother from constant care, were inportant benefits of the 
program. It was at this time that the family's pediatrician began to 
prcvidfc specific advice about Cheryl's needs, the first such guidance 
since her birth. 

In the Fall of 1975, Cheryl was enrolled in a public elementary 
school in Laconia, in one of the first public school prograns in Hew 
Hampshire for children with severe handicapping conditions. The 
Bv'aaventures relied heavily on the school teachers to provide them 
with information about Cheryl's needs and to recomnBtri ^propriate 
programming. Mrs. Bonaventure admits that at this time she and the other 
family meirbers were "not looking at things realistically," and hid no 
idea of Cheryl's limitations or abilities. However, the assistance 
sought from Cheryl's tearher proved to be less than optimal, ard the 
Bonaventures found themselves joining v.;.rh other parents of children in 
the class to express their concerns about the teacher's abilities ard 
the quality of the educational program. 

During this period, there was no physical therapy available in the 
school. Cheryl's mother took her weekly to the local hospital. There 
was also no guarantee that other educational or related services vrauld be 
made available. It was not until 1978, when P.L. 94-142 was fully 
iitplemented and the New Hanpshire special education law was strengthened, 
that Cheryl's program becaire more comprehensive. 
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Mrs. Bonaventure described these early years o£ special education: 

We weren't aware we ha3 any rights. Each spring we'd have an lEP 
meeting, but we never knew who was who ard what was going on. I 
found out you never got anything. I learned that I could get ncre 
for Cheryl if I asked for it, if I demanded it. No one ever 
offered us anything. 

Beginning in 1978, teachers at Cheryl's school began to infortn parents of 
their rights. They provided literature describing the mandates in PJj. 
94-142 and the rights of parents to participate in educational decisio". 
making. There were noticeable changes in the quality and scope of 
services after this point, according to Cheryl's mother. 

However, these positive changes in the avail^ility of services did 
not coiipensate for the poor quality of the teaching Cheryl was receiving. 
When Cheryl was 11, she was expelled from school becaase her teacher was 
unsble to manage Cheryl's difficult behaviors, she spent the next six 
weeks at home with no educational services or therapy. Mrs. Bonaventure 
consulted with her pediatrician, who argued strox^ly for Cheryl's return 
to school. 

Ohese eleven years were beginning to take their \;oll on Cheryl's 
famUy, particularly her nother. It had taken Cheryl eight years to 
lesoi how to wa!.k and usa toilet, her language ^iiities were very 
limited (her hearing loss was not discovered until she was an 
adolescent), and there was aXmst no help offered by Mrs. Bonaventure 's 
mother or other relatives who liv «d close by. Cheryl's parents felt 
isolated, tired, and angry at the lack of support available. Although 
Mr. Bonaventure was an iirportant source of support to his wife, his job 
demarxaed that he comnute about 120 miles, thus keeping him out of the 
home over 12 hours a day. Hiese factors led to a difficult but 
apparantly unavoidable decision. 
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Life at LSS and in t ;tip Cormrunitv 

After Cheryl was expelled from school, her parents began to consider 
placen^t at Laconia State School. In 1978, when she was 11 years old, 
Cheryl was aamittea to LSS because, her mother says, the family wa^.' at 
the end of its rope, there was no assistance in Cheryl's care at home, 
there were no other residential arrangements available in the jomunity, 
including respite care, and the family felt that it was time to try "t±e 
last resorts" 

Cheryl's placenent at LSS was unique in that she could continue to 
attend school in her hone connunil^^. The school accepted her back when 
she entered LSSf with the understanding that LSS staff would provide on- 
site consultation to help with Cheryl's behavioral needs. This 
assistance was provided daily for several months. During this tiire, 
Cheryl went hone to live with her family on irost v^eken3s, and lived at 
home during school vacations. 

Although LSS staff provided assistance to the public school, there 
was very little programming availdDle at the institution to supplement 
the school program. Cheryl needed consistent follow-nap on behavioral 
programs when she was not in school. She also needed monitoring to be 
sure she wore her hearing aids and glasses, as well as assistance in 
inproving her comirunication abilitias. None of this h^penad at the 
institution^ ; cording to Mrs. Bonaventure. 

While at LSS, Cheryl did not develop social relationships wi^:;h the 
other residents • Becaise she spent so little time there during tiie day 
and on weekends, she was relatively isolated. She was moved frequently 
from one building to another, and was often placed with other residents 
the same age but who were functioning at ituch lower levels. She 
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cx:casionally was attacked by other residents, and wa.s unable to defend 
herself due to her physical and language limitations. 

In school, limited progress was occurring. Cheryl beaef ittaJ from 
the opportunity to socialize with the other children in her class, and 
she made gains in her ability to comrrunicate. She learned a few basic 
self-helf skills such as toilet training and too thb rushing. Lack of 
trained staff limited the amount of additional skills Cheryl learned. 

In 1983 r when Ch ryl was 15, her teachers suggested that she was 
rea3y to nova up to the Junior High School. They were concerned about 
Cheryl's need to be with children her own age and they felt the Junior 
High program would better ireet her educational needs. Mrs. Bonaventure 
was very leery of this nt)ve. She said, "I feared sending her there, not 
knowing how the other kids would treat her. They seemed iiuch older. It 
was hard for xce to accept the fact that she had to grow up." 

Despite her initial hesitations, Mrs. Bonaventure soon realized that 
Cheryl was h^pier in the new program. Cheryl continued to live at LSS 
on weeknights aw3 atteirf public school during the day. The Junior High 
program was better able to meet her individual needs, and provided many 
opportunities to meet other teenagers of varying skill levels. The 
curriculum included such areas as learning to tell time, m^ney management, 
^propriate social skills, following a schedule, carrying out job orders, 
and participating in a basis vocational training program- Her individual 
program stressed both sign language and inproved oral speech. 

ComlnQ Back to th e Comnunity Full-Time 

Beginning in 1982, shortly after the federal court order was issued 
requiring ccmn>nity placement of most of the LSS residents, LSS staff 
began to plan for CherYl*s return home. However, her family did not feel 

264 

o 

ERIC 



vhey could accept Cheryl back home on a full-tiiiE basis. The next two 
y&ars vrere spetit searching for an appropriate placenent Ln the cannunity, 
near to her school and family. In the end, it was one of Cheryl's 
teachers, a single woman, v.'ho offered to serve as a "shared home 
provider." Mrs. Bonaventure was very pleased with this arrangement. She 
said, "Cheryl was one of the lucky ones. We haS to wait a long time, but 
we v«re very fortunate that this happened." in 1984, Cheryl noved into 
Joan's house and continued to attend school at the Junior High. She also 
continued to see her family on a weekly basis. 

Qie of the most valuable aspects of this arrangement was "-.he 
continuity in educational programming. Because of Joan's direct 
involvement in Cheryl's school program, tlriere was consistent follow 
through on all of Cheryl's individual programs. She could practice her 
new comnunication skills at home, and carry out the self-help program 
under the guidance of a trained professional who could also offer love 
and affection. In her new home, Cheryl had responsibility for preparing 
her own breakfast, making her own bed, dressing herself, and generally 
being as independent as possible. 

At school, the program continued to inprove. As of 1985, Cheryl was 
receiving occupational and speech therapy, peer tutoring, orientation and 
mobility training, and behavioral ther^y. Her social skills became 
sources of strength, as she acquired a good sense of humar, inproved in 
her ability to comirunicate, and learned to express her feelings more 
appropriately. 

It should be noted that these services did not automatically become 
available. After the lEP was developed, the prescribed mobility training 
was not provided. Cheryl's parents reminded the school district that 
this service was included in the lEP, and mast be ma3e available. 
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Arrangements were soon made to provide the service, "I wonder if they 
would have done anything if I hadn't spoken up," said Mrs. Bonaventure. 

As with other children described in this study, the one area at 
school that was not well developed was vocational training. Cheryl's 
teacher is opposed to pr^aring Cheryl and other severely hardic^ped 
children for life in a sheltered workshop, but the necessary training for 
work in a more conpetitive setting is not yet available. A vocational 
assessment had been conple ted just prior to our interviews with Cheryl's 
teacher and family. It is hoped that this will lead to a concrete plan 
to prepare Cheryl for independent eirployment after she conpletes school. 

Future Plans 

Cheryl's present residential arrangement is seen as a temporary one, 
to be phased out as Cheryl conpletes her formal schooling. In interviews 
with Mrs. Bonaventure and Cheryl's teacher, a future based on group home 
or shared home living options was projected. Both people agreed that a 
group home wouic C^a a positive step in Cheryl's development as an aSult. 
Mrs. Bonaventure commented, "I think group homes are fine as lorg as they 
are supervised, and I know Cheryl will always need supervision. She will 
never be able to be left alone; and it is mutch better than an 
institution." 

Typical of their close involvement in Cheryl's life, and in the 
lives of other people with mental retardation, both parents have become 
active in the inprovement of services in the Laconia region. Cheryl's 
father is on the Board of Directors of the regional agency v*iich oversees 
the developirent of group homes in the area. Her mother has become active 
in a group of parents organizing fund raising for commanity recreation 
programs. Both parents are very concerned about ccmmunity awareness of 
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the strengths, capabilities, and needs of Che.cyl ar<i cthem like her. 

Mrs. Bonaventure stated, 

I wish people would deal with them as people, and not just as 
v^at they see on the outside* People really need to be educated 
about mentally disabled people. They're not going to harm you 
and their desires are the same as yours and mine. Ihat's the 
whole thing. That's what it is. They need to be educated. 

Although plans for residential arrangements are fairly concrete, 

further training and work opportunities are less apparent. Mrs. 

Bonaventure pointed out that, "Once these people turn 21, the programs 

areri't there." Her desires for Cbc'^l include a job, but she is 

.t^'teptical of the possibilities. 

If there are no jcho, what can you do? What do you do when 
you are 21 years old? If you are severely nentally disabled, 
the chances don't look good in New Hanpshire. 

Cheri'l's parents have a specific dream for their daughter. 
They would like to create a group home with other parents of severely 
handicapped children. They are aware of the time and expense involved 
in such a project, but their energies and commitment seem endless. They 
are realistic people, and they recognize their own limitations. Their 
initial decision to place Cheryl in LSS was based on the realization that 
they could not handle her extraordinary needs without extraordinary help, 
which was sinply not available from either family or professionals in the 
mid-1970s. Now such help is available, although not without constant 
efforts from parents and advocates. 

Cheryl has been more fortunate than many children in her 
circumstances. She lived with a family that cared deeply about her and 
went to great lengths to see that she received the services she neeSed. 
When the family could no longer care for her in their own home, she 
continued to have the chance to see them regularly and to atterd a public 
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schools even while living in the institution. She was able to return to 
the comitunity when a caring and conpetent teacher took an interest in her 
ana sacrificed her own privacy to create a more independent life for Cheryl. 

Her experiences provide a vivid illustration of the evolution in 
services that took place in the late 1970s and early 1980s. Her 
coninunil^ progressed from a point or virtually no service . to services 
of poor quality, to services enable of responding to individual needs. 
These changes closely paralleled the inplenentation of legislation and 
court orders guaranteeing a free appropriate public education in the 
least restrictive environment. Ihere is still iruch work to be done, 
especially in the area of residential and eirployinent services, but the 
evolutionairy trend is apparent in this exairple. The key to Cheryl's 
success has been the interaction of a committed family with caring 
professionals, working collaboratively within the context of an inprwing 
service delivery system. 
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OUT ON HER CWN: THE STOKT OF GG LAWSON 



Introduction 

GG Lawson, now in her early 30 's, works at a prestigious preparatory 
school in New Hanpshire. The school is located about 25 miles from her 
parents and about 50 miles from her closest sister. She lives 
independently in canpus housing in a small dorm roan with space for a 
bed, a dresser, a desk, and a chair. She eats with her fellow staff in 
the common kitchen off the main student dining room, where she works as a 
meirber of the maintenance crew. 

GG represents the oldest cohort of those people included in this 
study. She lived at Laconia State School between 1965 and 1971. She 
left at a time when there were no comimnity services available, and she 
became an adult before the iitplementation of P.L. 94-142. GG has been 
diagnosed as moderately mentally retarded (her mother was told, "GG is 
trainable but noc educable"), but she has been ccpable of independent 
living since her late teens. She has had occasional difficulties in 
making good decisions, and she has benefitted from the guidance ard 
support of her sister and mother. 

Prior to coming to the prep school, GG had been uneiiployed for two 
years, requiring that she live at home in order to survive financially. 
But home life was not satisfying to her, particularly because her 13-year 
old brother teased her about her obesity and her "slowness." She 
explained in an interview, "I know I'm slow, but that's no reason to 
tease me." She prefers to live on her own, and has been able to do so 
as long as there v^ere jobs that provided her with the necessary means. 
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GG has worked for 13 out of the past 15 years. She enjoys her 

current jOD tremendously. She says. 

The kids really like me. I went to one of their dances. Sometimes 
I go to their basketball ganes. They always say, 'Hi GG! Howya doin?' 

GG was able to speak articulately about her life and hopes. She 

is an affable young woman who understands her own limitations and 

accoirplishnents. She makes new friends easily. GG is a prime exanple 

of someone with mimiiriim disabilities who today would remain at home in 

a local school program rather than live in an institution. We might say 

that GG was born before her time. 

GG's Background 

GG's parents, Geraldine and Dwayne, were 23 and 26, respectively, 
when their third child, GG, was born. Both parents had some technical 
training after high school. Dwayne owns an aito repair' shop and 
Geraldine has worked as a clerk and produce manager in a supermarket. 
GG was one of six children, two boys and four girls. 

GG's early development was unremarkable except she was very delayed 
in the onset of spoken language. At age five, in 1958, her parents took 
her for a hearing test to determine the caise of her delayed language. 
The results of the test were negative. There was no suspicion of mental 
retardation, although her teachers in primary school described her as a 
"slow" child. There were frequent conferences between parents and 
teachers to determine how to help GG, but no concrete action was taken. 
She was promoted each year, but by the end of fourth graJe she was viewed 
as an "unhappy and lonely" child, according to her mother. 

A fiiend of the family, who happened to be a doctor at New Hanpshire 
Hospital, suggested that GG be given an e3ucational evaluation when she 
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was 10 years old. The testing at the Child Guidance Clinic resulted in 
the diagnosis of nxxJerate retardation. Professionals at the Clinic 
recomirended that GG be sent to Laconia State School for training. 



t^ife at LgS 

GG was almost 12 years old when her mother and father brought her 
to the administration building at LSS. Admission took place on the 
recommendation of the Clinic, GG's elementary school, and, as was 
routinely done, the probate court. Dwayne cried in the car on the 
way home, grieving for his child and himself, even though he strongly 
believed that LSS was the best place for her training. 

A:TLer the required initial period of separation and no contact 
between child and family, regular visits began. GG's oldest sister 
described for us GG's program and the family's involvement during this 
period: 

She was moved into this cottage program, which, at the time, was 
this fantastic program. It was like a home situation. They ha3 
nice rooms and they had a dining room like at home and they had 
house parents. It was so different than an institution. It was 
really a nice set-up and we'd go and visit hor on weekends. 

When we saw how happy she was — that she was beginning to blossom 
out there and come into her own — we really felt better about it. 
You know, I think that was inportant, that part. And we ail 
went. That was a big thing, to go to Laconia. We'd go up aix3 
visit GG. We were very interested in hei ptogress, in how she 
was doing. Sometimes my Dad wouldn't be able to go because he 
was working, but my Mom would go and all of us kids that were 
home. There were six of us, and we were all real close. Lots 
of times my grandmother would go. And we'd take a picnic lunch 
and we'd go up, pick up GG, and go out for the day. Or we-d 
bring her home. She got to the point she could come home on 
weekends. 

I'd say [we went up] at least two or three weekends a month. 
We went up quite frequently in the beginning, 'caase she really 
needed that. She really needed family contact. 

Life at the State School was unremarkable for GG. She participated 
in the domestic training program in her cottage, which consisted of 
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helping with laundry, meal preparation, arxa so on. She atterrled a sumner 
canp program for residents of LSS for four sumirers. As was the case with 
other residential records we reviewed from this tine period, there was 
little detail about GG's daily life or treatnent programs. She seems to 
have gotten along well with the other residents and staff. 

life in the Cnnmiini1-,y 

After five years in the institution, when GG was almost seventeen, 
arrangenents were made for her to participate in a residential vocational 
program in housekeeping at Crotehed Mountain Rehabilitation Center. The 
program did not begin until the Fall of 1971, so GG lived at home during 
the summer months after her discharge. GG's return home for the sumner 
created no special problems for her family. Her sister told us that GG's 
presence at home was "just like the rest of the kids" who were on sumner 
vacation. 

The Crotchaa Mountain program was designed to provide training in 
housecleaning skills. GG's mother Geraldine was very pleased with the 
program. She feels that GG received close personal attention a«3 
guidance which led to an independent, self-supporting life. The program 
culminated in job placement, and GG began a ten-year stint as a 
housekeeper at Clover Nursing Home upon her graduation. During this 
tim?:, GG lived in an apartment in the nursing home. 

'i\fO events occurred during this time period that illustrate the 
pocentiil pitfalls of living independently. These events could have 
hapt^ned to any young adult living on his or her own for the first tine, 
and do not necessarily reflect common experiences of people who are 
labeled retarded and who happen to be living alone. 
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Future Needs 



GG's youngest sister summarized the family's assessment of uG-^ past 
and future: 

The ultimate, deluxe situation would be that she could live alone 
or with other individuals a lot like herself, and have someone 
that could check in on her periodically. Somebody that she would 
truly talk to. Somebody that would make sure that she was getting 
along well financially. See, the thing is with GG is that (I know 
this might sound like a shickof f \.o somebody else — let somebody 
else worry about her) but GG, I think, gets resentful with us as a 
family because she thinks we're interfering. She needs an impartial 
person, a mature person. 

She might say that when she was [living at the nursing home] running 
with a loose crowd, that she was happy, but she wasn't. You know, I 
could tell that. There was something in her voice, in the way she 
acted. She just wasn't happy. And now she is. She's got a life. 
She's got something she can talk about. She's saving money. She 
just feels a lot better about herself and that's really iiiportant. 

And I don't think she should be shunted away to some comer of the 
world where you put these people together. 
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Se/eral years ato^r she moved to the nursing home, GG's sister moved 
in with her because she had recenUy ha3 to relocate to the Manchester 
area and needed an inexpensive place to stay until she could rent her own 
apartment. Oie day soon after moving in with GG, her sister arrived home 
and noticed a bill from Mastercard addressed to GG. She described the 
incident.' 

I found a Mastercard bill in the mail addressed to GG and I 
opened It, which I normally would not hove done except that I 
knew this bill was serious business. She hsd $800 worth of 

.-f ^ how she got the card, and 

she said, I went down and they gave it to me." In her mind, 

til Ln7. till ^ to the bank, it w^s 

just about that easy. 

I explained to the credit manager, "l don't know how she got 
this card. The only thing that's her writing on this 
application is her signature." And he sair:, "Well, a lot of 

f ^ *^h^ ha/e tne girls make them 

^ : u J h^""' '^i'^ =he use for references?" The 

^^J"^, used a corner market that she haa usaS to charge 

, ^n*^* ^ ^ ^^^^ looked at him and said, "That's all it 
takes?" He said, "Wfell, she's been at her job for seven 

^ "^at's enough? You work at a job where you 

probably 3ust make the cost of living incre^e e^ery yelr for 
a pay raise and you have credit at a comer market that 
SS°J^n^^ accounts on the back of a brown paper bag 

S^d^o7 l^fj*^ ^ is 900d to dish out VTr^it 

a^t nfr. .1 "'*^h the mean tine, don't 

give her a loan or anything." 

It turned out that GG's friends ha3 "helped" GG enjoy her new 
Mastercard privileges. Itost of the bills were fro;: -^taacants and bars 
in the neighborhood. 

The second event was more traumatic for GG. While she was living at 

the nursing home, she became pregnant. Her parents and sisters gave her 

nuch support during the pregnancy, but they believ«3 there was no choice 

but to place GG's baby in an ^optive home. GG told us in an interview, 

My parents said it would be better to give her up, where she'd 
have a good home. I couldn't take care of her. h^l a 
boyfriend now. He wants to get married, but I'm td<ing ^ time. 
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He was iny first friend when I came [to the prep school] . He 
showed me around so I didn't feel lonely, 

After the birth and adoption, GG's parents arranged for her 

sterilization, 

Geraldine feels there wa5 too little support and guidance for GG 
after her release fro;n the institution. She would have preferred that GG 
live in a group home, but none were available in the early an3 mid-1970s 
for someone in GG's circumstances, GG's parents assumed responsibility 
for her expenses during this time. They paid for medical treatments, 
dental bills, glasses, arid insurance, and they fought with the bank over 
the credit card incident. They wanted case manageirent for GG, but n jne 
was available. 

During the two-year gap in enployn>2nt between the nursing home 
position and her current job at the prep school, GG played a key role 
in her family. She lived at home during this tine, although her mother 
would have preferred that GG live in a group home to receive some 
guidance while still living as independently as possible. However, her 
presence in the home was beneficial in many ways. When her grandnother 
became ill and housebound, GG became the mainstay in the family. She 
took care of her grandmother, including making sure that she took her 
L"edicines at the proper times, preparing meals, doing the laundry, and 
providing close conpanionship in the last months of her grandnother 's 
life. The skills she had acquired at the nursing home becane crucial 
for her whole family, GC mother and sisters rement)ered her courage 
and fortitude with a deep sense of gratitude arxa pride. 




